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DYING WITH DIGNITY: DIFFICULT TIMES, 
DIFFICULT CHOICES 



TUESDAY, OCTOBER 1, 1985 

House of Representatives, 
Select Committee on Aging, 

Washington, DC 

The committee met, pursuant to notice, at 10 a.m., in room 345, 
Cannon House Office Building, Hon. Edward R. Roybal (chairman 
of the committee) presiding. 

Members present: Representatives Roybal, Biaggi, Ford of Ten- 
nessee, Hughes, Lloyd, Mica, Vento, Frank, Gordon, Snowe, Wort- 
ley, McCain, Boehlert, Bentley, Meyers, Blaz, Henry, Kolbe, and 
Schuette. 

Staff present: Fernando Torres-Gil; staff director, Gary Christ- 
opherson, professional staff; Christinia Mendoza, professional staff; 
Joan Densberger, professional staff; Nancy Smith, professional staff; 
Judith Lee, executive assistant; and Carolyn Griffith, staff assistant. 

OPENING STATEMENT OF CHAIRMAN EDWARD R. ROYBAL 

The Chairman. Ladies and gentlemen, today's hearing is being 
held on behalf of those who have a terminal illness and cannot be 
here with us to share 'heir concerns. They cannot share with us 
the conflicting pressures that they face and the difficult choices 
placed upon them as well as their families, their friends, their phy- 
sicians, and society as a whole. 

This issue is critical. We consider that the terminally ill have 
been placed in a "Catch-22" situation. On the one side are the pres- 
sures from policymakers who cite the high cost of caring and from 
some who imply that the terminally ill have a duty to die. On the 
other side are the health care providers who press the terminally 
ill to not refuse medical treatment and to live as long as modern 
medical technology will allow. The terminally ill are trapped in the 
middle. They are, indeed, trapped in a "Catch-22" situation. The pur- 
pose of this hearing is to make the public and the Congress aware 
of these conflicting pressures and to find ways to relieve these con- 
flicting pressures for the elderly and nonelderly persons who are 
dying. 

Clearly, these pressures on the terminally ill need to be reduced. 
State and Federal governments need to act to reduce cost-related 

[>ressures on those who have terminal illness and to give them the 
egal vehicle which will give them adequate control over their final 
days. Further, now is the time for physicians and other health care 
providers to become even more sensitive to and supportive of the 
final wishes of America's terminally ill. 

In this hearing and in a special study released today, we have 
described the dilemma facing America'sLtergunalJy ill persons. This 
is one issue that is frightenui^bot onlyijtte th'dse #Rff are ill, but 

(i) 



)f us who are not ill. No one is exempt from dying and noth- 
tnore important than to preserve the dignity of life. Many of 
;his room are still able to assist those who have a terminal 
and to better prepare for our own deaths. Let's act positive- 
let's act quickly. 

is a most important subject as expressed in today's hearing 
Dying With Dignity: Difficult Times and Difficult Choices, 
we have today four distinguished witnesses who will present 
iews in just a few moments. But before we do that, the Chair 
recognize Congressman Henry. 

STATEMENT OP REPRESENTATIVE PAUL B. HENRY 

Henry. Thank you, Mr. Chairman. I commend you on really 
succinct statement of the dilemma that faces us. Clearly, the 
rs of modern science and medical technology have imposed 
ethical choices for which few of us are prepared. Few of us in 
ngress and our society at large, medical health care provid- 
we struggle to honor life, the dignity, of life and, yet at the 
time, there are new ways contending with the issue as to 
s life; what is dignity and life. And we are contesting with 
)ral traditions in a way in which we have not had to do so 

look forward to this hearing. I am sure it will be profitable, 
will ask Mr. Chairman, if I might, that other members of the 
ttee and interested organizations would have an opportunity 
nit written testimony for the record up to 2 weeks after this 
g- 

Chairman. Without objection, that will be the order. Anyone 
ishes to submit testimony, that is not actually testifying, can 
n writing. It will be included in the report that will be made 
\ committee. 

es and gentlemen, our first witness 

Hughes. Mr. Chairman. 
Chairman. Mr. Hughes. 

fATEMENT OP REPRESENTATIVE WILLIAM J. HUGHES 

Hughes. Thank you, Mr. Chairman. I am pleased that the 
Committee has chosen to examine this difficult and impor- 
sue. And I want to congratulate you on convening this par- 
hearing. 

[ress is often a two-edged sword. Rarely are great advances 
in any field that do not create problems in learning how to 
ith them. This has never been more true than with the mi- 
lls advances we have witnessed in medical technology over 
irse of our lifetimes. 

•e was a time, not so long ago, when there was nothing so 
as the distinction between life and death. We are gratefti? 
lodern medicine has enabled us to save and improve lives 
3uld not be saved in the past, but it has also, to a certain 
, blurred the distinction between life and death, creating 
tns that could not even have been imagined 20 or 30 years 



We are faced with a number of extremely difficult questions. 
How do we strike a balance between the responsibilities of the 
medical community and, indeed, our society as a whole and the 
rights of the terminally ill? Who makes the final decision? To what 
extent should the Government involve itself in these particular 
issues? 

We are fortunate to have the help of a number of excellent wit- 
nesses in examining these questions. I look forward to hearing 
their testimony, and I am particularly happy to see our illustrious 
Senator from New York. It is nice to see you, Senator. 

I give back the balance of the time now. 

The Chairman. Thank you, Mr. Hughes. 

Mr. Gordon. 

STATEMENT OP REPRESENTATIVE BART GORDON 

Mr. Gordon. Mr. Chairman, I am very grateful for the opportu- 
nity to be present for this very significant hearing. The Select Com- 
mittee on Aging has taken important steps to address ways to en- 
hance the quality of life for older Americans. Yet no issue is more 
difficult than the one we face today. We need to hear from the ter- 
minally ill, their families, and health providers who care for them 
so that we in Congress may be more sensitive to their needs and 
wishes. We must ensure that their final days are filled with honor 
and self respect. 

Hopefully, today we can begin to find some answers to the trou- 
bling dilemmas facing America's terminally ill. 
The Chairman. Thank you, Mr. Gordon. 
Mr. Wortley. 

STATEMENT OF REPRESENTATIVE GEORGE C. WORTLEY 

Mr. Wortley. Thank you, Mr. Chairman. I appreciate your call- 
ing this hearing today. 

The subject of this hearing is undoubtedly one of the most diffi- 
cult and emotional problems facing society today. It is difficult for 
the person who is dying, his or her family, and the doctors and 
other members of the health care team. Death and dying has been 
close to being a taboo subject in the past. I suspect because it is a 
subject which is unpleasant and disturbing, we have preferred to 
ignore it. This reluctance to face reality has augmented the prob- 
lems and the trauma of an already traumatic situation. 

I am encouraged by the efforts of this hearing to approach the 
subject of dying in a more open, compassionate and humane 
manner. 

I would like to add my personal welcome to today's witnesses 
who are testifying here today to promote our common goal of al- 
lowing those who are dying to do so with dignity and with comfort. 
I would like to particularly pay a special tribute to my fellow New 
Yorker, the distinguished Senator Jacob K. Javits. Senator, it is an 
honor and a privilege to have you testifying before this committee 
today. In your own struggle, I wish you strength and God's bless- 
ing. 

Thank you, Mr. Chairman. 
The Chairman. Thank you. 
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Th, Chair will now request that anyone that has a statement to 
make, any member, that their statement be included in the record 
at this point. This is due to the fact that we must hurry on and 
hear from the witnesses that are the important people in this hear- 
ing. 

[The prepared statements of Representatives Hammerschmidt 
and Snowe follow:] 

Prepared Statement of Representative John Paul Hammerschmidt 

Mr. Chairman, thank you for holding this hearing today so that we can look at 
the right-to-die issue and its effect on older persons, their families, and their physi- 
cians. 

As members of the Select Committee on Aging, it's important for us to be aware 
of all issues concerning older persons, including those legislated on the State level. 
For this reason, today's hearing is timely. By examining the emotional and econom- 
ic factors leading to decisions about whether a person chooses not to prolong his life 
through life-sustaining apparatus or medical treatments, I'm hopeful that we can 
better understand the growing trend toward these decisions by older persons. In ad- 
dition, we can better understand the role of State courts and legislatures in this de- 
cision making process. 

Because of advances in medical technology, ways have been developed for keeping 
people with terminal illnesses alive for long periods of time. As a result, many ethi- 
cal and economic decisions not previously at issue have e risen. It's important to 
note, however, that currently the laws pertaining to death and dying are State laws. 
It's my understanding that the State have been looking at these issues for some 
time now and have responded legislatively when necessary. It would seem then that 
this issue is one which may best be left under the jurisdiction of State legislatures. 
They, more than the Federal Government, are aware of the attitudes of their re- 
spective States, and thus may be better able to make laws pertaining to sensitive 
issues such as death and dying. 

Mr. Chairman, thank you again for holding this hearing. I'm looking forward to 
hearing the testimony for our distinguished witnesses. 



Prepared Statement of Representative Olympia J. Snowe 

Thank you Mr. Chairman. I want to commend you for holding this hearing on a 
very important topic which we as a society tend to rhy away from— how to cope 
with the inevitability of death. 

I also want to say how pleased I am to again see my friend, the Honorable Jacob 
Javits. We all know of ie outstanding contributions he made in the Senate and the 
energy and dedicat: with which he served. I think we should also praise his con- 
tinued work in the held of foreign affairs and on other issues of concern. 

I know the members look forward to his participation today as we discuss this 
very important topic — dying with dircity. 

The notion of the right-to-die is peculiar to our times. While tb*» issue is not new, 
modern technology has changed our understanding of life and death. To the fear of 
dying we have now added the fear of dying without dignity. We have grown to view 
with horror the dying process more than death itself. Being left as a helpless pa- 
tient in an institution, subjected to invasive treatment, even though there is no 
hope of recovery, is a powerful image. This fear has lead to the formation across the 
Nation of "right-to-die" organizations with the goal of obtaining legislation to pro- 
vide the terminally ill person, who no longer is able to communicate, with some con- 
trol over dying process. 

Until recently, to die was not generally conceived of as a right. To die was every- 
one's fate. To die "well" was to die with courage, faith and resignation. Today, to 
die "well" has taken on a different meaning. In the case of the terminal patient 
without awareness or prospect of regaining it, dying "well" means being allowed to 
die without being sustained by artificial means. 

The Livine Will is a declaration which allows a person to instruct his or her phy- 
sician to withhold extraordinary medical treatment in the final stages of a terminal 
illness. These wills have been adopted in 35 States and the District of Columbia and 
are being considered by all but two of the remaining States. An example of a Living 
Will is the one adopted by my own State of Maine just last month. It reads: 
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"If I should have an incurable or irreversible condition that will cause my death 
within a short time, and if I am unable to participate in decisions regarding my 
medical treatment, I direct my attending physician to withhold or withdraw proce- 
dures that merely prolong the dying process and are not necessary to my comfort or 
freedom from pain. 

I think it is important to emphasize that we are not talking about leaving the 
patient in pain or discomfort, but rather providing only the necessary medication or 
equipment to make the patient comfortable during his or her final moments. 

While the Living Will provides us with an important ingredient to assist us in 
decision making, problems may still arise. In many situations, the Living Will legis- 
lation has not been sufficient to guarantee patient's rights. The next step is, there- 
fore, to designate a family member, friend or other individual to speak for the pa- 
tient if he or she is no longer able to communicate. Although all 50 States have 
provisions for designating a durable power of attorney, only about 10 States have 
extended the power into the medical context. From the patient's perspective, an 
agent would help to assure that an incapacitated patient receives treatment in ac- 
cordance with his or her own wishes. 

As it becomes more and more complex to define the biological boundaries of 
human life with the advance of technology, it also becomes increasingly important 
for the individual to have the right to determine at what point he or she wants to 
die and thereby maintain dignity in death. 

Mr. Roybal. The first witness is a former Senator from the State 
of New York. He served in the Senate of the United States from 
1957 to 1981. And may I say that he established an excellent record 
as a U.S. Senator, a fighter for the rights of the people. 

He at present is an attorney, or has been an attorney for a long 
time, and has offices here in Washington, DC, and also in New 
York. But he is here to make a very important presentation. 

Senator Javits, may I welcome you to this committee. Thank you, 
first of all, for all you have done. I know of your work since you 
left the Senate of the United States. I would like to welcome you 
and ask you to proceed in any manner that you may desire. 

STATEMENT OF HON. JACOB K. JAVITS, FORMER U.S. SENATOR 
FROM THE STATE OF NEW YORK; ACCOMPANIED BY BARBARA 
MISHKIN, ATTORNEY 

Senator Javits. Thank you, Mr. Chairman. 

I am accompanied today by Ms. Barbara Mishkin, who is a 
lawyer in Washington with the firm of Hpgan & Hartson, and who 
was Deputy Director of the President's Commission on Ethics in 
the Medical Profession; and addressed herself in many cases to the 
subject we are considering in this hearing. I consider Ms. Mishkin 
an authority on the case law which is involved. And she will be ad- 
vising me on that subject as we go along. 

I would like to thank the members who have appeared this 
morning and thank the chairman for conducting and inaugurating 
this hearing on the House side, and thank those members who 
have addressed themselves to this subject. 

I served here for four terms in the House, and I realize the range 
of responsibility. And I am grateful that so many members have 
shown up this morning. I thank especially those from my neighbor- 
ing States, New York and New Jersey, for their interest and the 
nice things they have said about me. I also thank the chairman. 

My statement is as follows. 

The United States is now coming into a greater maturity about 
dying. It must be understood that as an adult people, all of us are 
terminal, and that as the Bible teaches, the road which opens with 
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birth leads to the grave. Birth and death are the most singular 
events we experience and, therefore, the contemplation of death as 
of birth should be a thing of beauty .and not of ignobility. 

The new factor that has come into our lives is medical technolo- 
gy which can sustain life even when the ability to decide for one- 
self or the competence to do so, when the brain is gone, are not 
present. It is for this reason that public policy and rational morali- 
ty and humanity demand that we organize our society so that the 
right to die may be accompanied by that dignity which equals the 
joy of birth. It is for this reason that laws are now established in 
many States to implement this concept. 

I am personally in the position which concentrates the mind on 
this subject because I am afflicted with a terminal illness. And so I 
take a profound interest in this subject, and believe, Mr. Chairman, 
that legislation at the Federal and State level is very much in 
order in dealing with the dilemma which you have referred to in 
your opening statement. And one of the ways in which this can be 
done is through ascertaining the wishes of the individual who is 
facing this awesome decision. 

In this area, I believe that living wills and durable powers-of-at- 
tornev can be very helpful. They are— living wills, or what are 
called a desire for a natural death, are now recognized under the 
laws of 35 states and the District of Columbia. My written state- 
ment specifies the States which do not as yet have living will laws. 
They include my own State of New York, which is now considering 
such a statute. 

Under the living will laws, an individual may, when mentally 
competent, make a decision as to medical treatment, and certainly 
when competent enough to have made an ordinary will, leaving 
property, et cetera. Under these laws and under such a living will, 
which, as I say, has no more formality than the ordinary testimen- 
tary disposition, one can determine for himself that when he has 
lost all mental power to decide on whether life-sustaining equip- 
ment should be used to extend his life, whether that equipment 
may be withdrawn with his consent even though at the time of 
withdrawal he or she is no longer competent mentally to express a 
will as to the disposition of his own body. 

A living will may, of course, be revoked or may be challenged in 
the courts if abused. For example, if it is contended and proven by 
clear and convincing evidence by a relative or a spiritual adviser or 
by the State, that under the circumstances if then competent to 
decide the individual would have decided otherwise or if for rea- 
sons of public policy— for example, the continuance of an obligation 
to support minor children— the individual would not have decided 
as he did by his living will, then the courts could order it revoked. 
Nothing, of course, can be more important than the right to life 
and the right not to have it terminated prematurely. 

But the important aspect of a living will is that when a person 
knows what he wants done with his own body, he can make that 
decision binding if he then loses the mental competence to decide 
when the issue is presented. 

An alternative to the living will now lawful in every state 
except, interestingly enough, the District of Columbia is a durable 
power of attorney. Under it, an individual, friend, relative, physi- 
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cian, legal, or religious adviser or a court may be granted authority 
to make medical decisions when the person concerned is no longer 
competent to make them. And here, too, abuse may be prevented 
by recourse to the courts. 

Now, I have read the memorandum to which the chairman re- 
ferred of the catch-22 situations in which individuals facing the end 
of their lives are caught. And they are heavily premised on the eco- 
nomic equation. Indeed, not so long ago, Governor Lamm of Colora- 
do suggested that people with no real prospect of living ought to 
get out of the way and stop using precious medical resources to be 
kept alive. It sounded callous and probably was, but the Governor 
was uttering a truth. Even in this great Nation where living or 
dying should have nothing to do with money, it still is a fact that it 
does, and very materially. And that is what makes the right to die 
with dignity an issue of morality and humanity as well as of policy 
and law. The cost of medical care with its new technologies is now 
so great that only the use of the insurance principle on a national 
or sectional basis can allow the optimum result of equal care for all 
to prevail in our country. 

And so this committee should not only consider a legal disposi- 
tion like the living will or the durable power of attorney, but also 
how to deal with the inequities of the cost which brings about in- 
equalities in medical treatment. 

1 suggest two possibilities. One is to allow the individual to con- 
vert a good deal of what is available to him or her under a Govern- 
mental program, like Medicare and Medicaid, into home care; this 
being the great area where help is possible and which is now inhib- 
ited under the law. And the second is the hospice program, which 
should also be recognized as a feasible alternative. 

I close by calling attention to the confusion and confrontation 
which takes place in families if the individual who faces death and 
is no longer able to make his own decisions has not left the neces- 
sary instructions in a living will or a durable power of attorney. I 
point to the heavy responsibility borne by doctors and the medical 
rofession and by hospitals and other medical institutions in this 
ighly litigious society of which we are a part, in the absence of 
some effective indication of whether the individual himself wants 
to live, even if he is a vegetable or whether he has made the deci- 
sion to have it over with if all hope is gone. 

So these legal instruments are one way to help. And the other is 
to have a more sensible and realistic system of giving what the 
Government is already willing to give, to give it more intelligently. 

Mr. Chairman, this is a vital question of dignity and morality. 
And I hope very much that the committee will be dealing with it 
accordingly. 

Thank you, Mr. Chairman. 

[The prepared statement of Senator Javits follows:] 

Prepared Statement ok Hon. Jacob K. Javits, a Former U.S. Senator From the 

State of New York 

The United States is now coming into a greater maturity about dying. It must be 
understood that as an adult people we are all terminal and that as the Bible teach- 
es, the road which opens with birth leads to the grave. Birth and death are the most 
singular events we experience and therefore the contemplation of death as of birth 
should be a thing of beauty. 
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The new factor that has come into our lives is medical technology which can sus- 
tain life even when the ability to decide for oneself or the competence to do so— 
when the brain is gone— are not present. It is for this reason that public policy and 
rational morality and humanity demand that we organize our society so that the 
right to die may be accompanied by that dignity which equals the joy of birth. It is 
for this reason that laws are now established in many states to implement this con- 
cept. 

Living wills are now recognized under the laws of 35 states and the District of 
Columbia. Only the states of Alaska, Hawaii, Kentucky, Massachusetts, Michigan, 
Minnesota, Nebraska, New Jersey, New York, North Dakota, Pennsylvania, Rhode 
Island, South Carolina and South Dakota do not as yet have such laws. Under such 
laws an individual may when mentally competent to make a decision as to medical 
treatment or certainly under the same tests as are applicable to the validity of a 
traditional will leaving property, appointing guardians for children, and establish- 
ing trusts for charity, education ana research, determine for himself if when he has 
lost all mental power to decide on whether life sustaining equipment shall extend 
his life even though there is no probability of recovery he wishes that the equip- 
ment be withdrawn and allow nature to take its course. 

Such a living will may of course be revoked or may even be challenged in the 
courts if abused. For example, if it is contended and proven clearly by any party in 
interest, including the state, that under the circumstances if then competent to 
decidt the individual would have decided otherwise of if for reasons of public policy 
the individual living will should be considered to be revoked. Nothing could of 
course be more important than the right to life and the right not to have it termi- 
nated prematurely. 

An alternative method now lawful in every state, though not vet in the District of 
Columbia, other than a living will, which may well be a method preferred by many, 
is the durable power of attorney. Under it an individual, friend, relative, physician 
or legal or religious adviser or a court may be granted authority by an individual to 
make medical decisions when the person concerned is no longer competent to make 
them. Here too, abuse may be prevented by recourse to the courts. 

Finally there is the question of money and medical resources and how they should 
be allocated. Many people were shocked when Governor Lamm of Colorado urged 
individuals who had no real prospect of living to "get out of the way" and stop using 
medical resources to be kept alive, which might more profitably be used by others. 
This sounded callous and probably was but the Governor was uttering a truth. We 
have not yet reached the point even in this great nation of ours where living or 
dying has nothing to do with money. That is what makes the right to die with digni- 
ty an issue of morality and humanity as well as of policy and law. The cost of medi- 
cal care with its new technologies is now so great that only the use of the insurance 
principle on a national or sectional basis can allow the optimum result of equalitar- 
ian medical care for all on a reasonably equal basis. We are also quite behind the 
need in providing home care for the ill and disabled in a setting which maximizes 
dignity, rather than institutionalization. The hospice program is also one to be seri- 
ously considered in this connection. 

One other factor deserves high consideration in this matter of living wills and du- 
rable powers of attorney. This factor is decision making by families who generally 
carry the responsibility in the absence of competence of the individual afflicted. 
Such decision making can be the cause for much confusion and even confrontation. 
In fact the laws of only twelve states give families the responsibility for such deci- 
sions. In others while family decisions may be recognized as important they are not 
binding. This leaves a heavy responsibility on the medical profession, hospitals and 
other medical institutions in such decision making especially in our litigious society 
and creates conditions of uncertainty, inconsistency and injustice. These problems 
cannot be eliminated, but they can be greatly assisted by the more widespread use 
of living wills and durable powers of attorney. 



I may be terminally ill. I therefore face, in an intimate and personal way, the 
issue of my right to die. I am happy for those who are not ill, but they are terminal 
too and they should think about this question as it relates to themselves and those 
they love as friends or simply fellow human beings. 



[From the New York Time* Aug. 18, 1985] 



Life, Death and Human Dignity 



(By Jabob K. Javits) 
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Tht Issue Ant received serious attention 10 years a? o, when a New Jersey court 
•ranted Karen Ann Quintan's parent** request to remove life-preserving support 
from their comatose daughter. There has, since then, been an Intensive inquiry Into 
the ethical and legal aspects of the right to die. 

The Issue Is whether a terminally ill patient may confer the authority to with- 
draw his life support. This is generally done by means of a living will, written when 
the patient is still competent, that transfers authority to a designated relative, 
friend, physician, religious or legal adviser or to a court. Thirty-five states have now 
passed living-will laws, 22 of them in the last decade. 

The question arises in the case of any serious illness— including cancer, heart 
attack and a whole range of neurological and neuromuscular diseases— that de- 
prives the patient of the ability to decide what is to be done for him. But once ill- 
ness has stuck, it is often too late: the pateint is often no longer competent to ex- 
press a will. 

Birth and death are the most singular events we experience— and the contempla- 
tion of death, as of birth, should be a thing of beauty, not lgnobility. Everyone must 
think about dying, young and old alike, though older people are at greater risk. 
Given the new medical technology that can sustain life even when the brain is gone, 
we must also think about the right to die and the need for dignity in departing life. 

Happily, my mind is still functioning, but if it should stop, I believe, I would be 
dead— and there would be no use in prolonging the agony. We owe it to ourselves 
and the ones we love to make provision for such moments. It is In the highest inter- 
est of humanitarian ism that we prepared for thee* moments with living-will laws. 

The state of New York does not have a living-will law, but Governor Cuomo is 
contemplating one, as is the State's Health Commissioner, Dr. David Axel rod. A 
Task Force on Life and the Law is considering the question, and the New York 
courts have already decided that when the brain is no longer functioning and there 
is no reasonable possibility that it will resume functioning, the individual is legally 
dead. The Implication is that life-support technology may then be withdrawn with- 
out any question that this would be considered euthanasia. 

From a ; >gal point of view, living wills are no different from wills that leave prop- 
erty, appoint guardians for children and establish trusts for clarity, education and 
research. As lawyers help people make such ordinary wills, so they should help 
people provide for their living and dying. The individual making the will must be of 
sound mind and have the capacity to express his own wishes as to the disposition of 
his body. These wills could also provide for the contribution, for use in transplants, 
of bodily organs that are no longer of any use to the individual. Lawyers should 
have that responsibility, too. 

PRESERVE THE RIGHT TO DIE 

The authority conferred by a living will must not, of course, be abused. Nothing 
could be more important, after all, than the right to life— and the right not to have 
it terminated prematurely. In the event of flagrant abuse, or any possibility of it— 
when a decision may seem to defy the wishes of the individual who made the will, 
or when loved ones are unable to determine if it should be invoked— then, of course, 
the patient's relatives must have recourse to the courts. 

The issue of living wills is under consideration now by the American Bar Associa- 
tion, the American Medical Association, the Pacific Presbyterian Medical Center of 
San Francisco and the Committees on the Aging in both the Senate and the House 
of Representatives, among other organizations. We can only hope that they will all 
understand the need to preserve the dignity that is most precious to an older person 
or anyone else who has to think imminently about dying. Surely that dignity is best 
served by avoiding the confusion that comes from not having a will about mortality. 

Short of a living will, the best way to provide that dignity is to use the durable 
power of attorney to appoint an individual to make medical decisions when the pa- 
tient concerned is no longer competent to make them. [This is now legal in all 
states, although not in the District of Columbia.] Here again, the appointed person 
may be a relative, physician or legal or religious adviser, and here too confusion and 
quarrels rray be avoided by conferring the necessary authority in advance. 

There is, finally, the question of money, which plays a part in even this sort of 
decision. Many people were shocked last year when Governor Richard D. Lamm of 
Colorado urged people who had no real prospect of life to get out of the way and 
stop using resources that could be used more profitably by other people. This sound- 
ed callous, and it probably was, but it was the truth. We have not yet reached the 
point, even in this glorious Nation, where living or dying has nothing to do with 
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economics, This is what makes the right to die with dignity an issue of morality as 
well as policy and law, 

Whether we are old or young, healthy or ill, we cannot go on shirking the ques- 
tions of who shall live, who shall die and who shall decide. 
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Concerning 
The Terminally III: 
How to Protect 
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As recent events end heediines heve shown, the 
management 0 f a terminsily ill patient can become e 
major problem for healthcare providers, and hsve e 
disproportionate imped on the hearth professions!! 
end the institution involved. One case elone can com- 
mand a significant smount of time end attention on 
the part of hospital administrators, incur substsntial 
legal costs, and pareiyze ettending staff beceuse of 
genuine concern ebout the fegel end ethicel issues 
involved. Yet there hes been scant advice for the 
practitioner or edministretor who wants to put sound 
policy into practice. This srticle fs designed to pro- 
vide some brief, precticei guidence. 

* Ms. Mishkin ts e healthcart lawyer with Hogan & Hanson in 
weihingion. D.C Prom 1680 to 1063. sht served as Deputy 
Director of the President's Commission for me Study of Ethical 
Problem! in Medicine and Biomedical and Behavioral 
Research 



Although some questions remain unsettled, the 
besic legsl principles sre clear. With a few minor 
exceptions, competent, adult patients have a legal 
right to rafuae medical treatment, even if such refusal 
may shorten their life. 1 The patient's exercise of this 
right msy be limited only for compelling reasons 
(e.g., to protect the heelth or welfare of third parties) 
Moreover, the patient's refusal of life- prolonging 
treatment (including not only respirators but also 
dialysis, amputetion of gangrenous limbs, and even 
naso-gastric feeding tubes) does not constitute sui- 
cide so long ss the patient's death results from en 
underlying condition thet is not self-inflicted 

The problem Is thet patients may not always 
have the cepscity to mexe treatment decisions for 
themselves et the time e decision must be made, in 
that event, someone else must decide what to dc 
Postponing a decision is. of course, the same e$ 
meking e decision either to postpone the initiation of 
e therepy or to continue with a given course o< 
trestment. 

As s mstter of custom, healthcare providers 
have usually relied upon the decisions of next of kin 
(spouses, siblings, adult children) at least when thee 
decisions ere consonant with the physician s recom- 
mendetions.* Some hospital bylaws or departments) 
rules set forth Institutional policies concerning such 
surrogete or proxy consent. However, physicians 
hospitel administrators, and ln-house counsel may 
be uneasy about relying upon the decisions of family 
members when their choices are not in accord with 
the recommended course of treatment, or when 
there Is disagreement among the family members as 
to how to proceed.* 
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The possible legei consequences ere sufficient 
causes for concern. On the one nsnd. physicians 
hive bean indicted for murder es e result of with- 
drawing) life. sustaining equipment from e cometose 
patient, although tnay believed they had the concur- 
rence ol the family to do so An appellate court later 
held that their actions were teken in good faith and 
were not subject to criminal prosecution ' On the 



"|£ven a single terminally ill 
case] can command a 
significant amount of time 
and attention on the part of 
hospital administrators, 
incur substantial legal costs, 
and paralyze attending 
staff. . . 



other hand, healthcare providers elso heve been 
sued for continuing e lite-support system egalnst the 
wishes of the peiiont a femily end at least one appel- 
ate court has held that the institution and physicians 
may be held liable for damages if they persist in 
applying unwanted interventions * 

What to Do 

Given the sometimes confusing opinions aa to 
who may make decisions on behalf of terminally ill 
patients, what can physicians do to protect them- 
selves and their institutions, while also respecting 
their petients' wishes? There is no simple way to 
avoid all problems. But based on our analysis and 
advice to clients, I would recommend that heeith pro- 
fessioneis and healthcare institutions implement at 
least the following steps: 

TALK WITH THE PATIENT 

The patient has a right to make his or her own 
decisions regarding healthcare, and also to insist 
that family members not be told or consulted about 
the patient s condition. Physicians commonly disre- 
gard this fact when a patient has a terminal illness. 
Invoking the "therepeutic privilege." they may tell the 
patient s spouse or adult children about the patient's 
illness and seek their advice concerning treetment m 
order to save the patient from the stress of such 
discussions. However, this goes ogainst the ethical 
and legal principles of the patient's rights to privacy 
and self-determination, and related principles on 
which the doctrine of informed consent is founded. 1 

As discomforting to physicians as it may be. it is 
important to discuss possible treatment choices that 
may arise m the course of an illness while the patient 
still has the capacity to understand the implications 
of various alternatives, to make a reasoned choice. 



and to communicate that choice 

Physicians who sarva as family or primary care 
physicians would ba wall advised to errenge time to 
discuss suc> metters with their petients during e rou- 
tine office visi :, both es e wey of getting to know more 
ebout the pe»,ent's ettitudes end values end es e wey 
of encouregi ig the petient to consider how he or sh*» 
feeis ebout iife-prolonging treetment under venous 
circumstances. In order to evoid alarming the pe- 
tient. the physicien might initiate the discussion with 
en explanation to the effect thet: "This is something 
I'm trying to find the time to discuss with ell of my 
petients. because I believe it s important." This ap- 
proach is fer preferebie to welting for e critical event 
end thus eiermlng a sick petient by asking, out of the 
blue. "Whet would >ou like done If you lapse into a 
coma?" 

DOCUMENT THESE DISCUSSIONS 

This is one area In which over-documentation 
probably is not possible. In the office setting, it is not 
so importent to have edditionet witnesses, although it 
might be useful to heve the petient Initial or sign a 
note describing your conversation. Even better, be- 
come familiar with legal procedures In your state for 
mektng advance directives ebout treetment (such as 
living wills), and tell your petients about the available 
mechanisms (see below). 

If the patient is hospitalized, it is advisable to 
have discussions ebout life-prolonging treetment 
witnessed by another physician and e nurse— both of 
whom should sign a notation In the medtcel record 
effirming thet the discussion was held, thet the pe- 
tient understood the issues presented, end that the 
petient made a specific treatment choice. The patient 
should sign the record too. if et etl possible. 

The imponance of these procedures is illustrat- 
ed by e New York case in which a court affirmed the 
right of a patient to terminate kidney dialysis even 
though the petient was comatose by the time of the 
court s review.* The court relied upon deer and con- 
vincing evidence In the petient's medical record thet 
he hed mede a knowledgeable decision while he wes 
still competent to do so. This was documented by 
notes and signatures of the treating physician, a dis- 
interested witness, e nurse, the patient s brother, the 
assistant hospital administretor, end a psychiatrist. 
The evidence in the medical record was supported 
by the testimony of other family members end three 
Cetholic priests, who effirmed thet the patient was 
competent to decline the treatment at the time he 
made the decision to do so. thet the decision was 
consistent with the patient's values end beliefs, and 
that the treatment refusal did not violate the canons 
of the Cetholic Church. 

DETERMINE THE PATIENTS CAPACITY FOR 
DECISION-MAKING 

If there are any doubts about the capacity of the 
patient to make an informed, reasoned, and volun- 
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tary treatment dec won. request ■ psychiatric consul' 
tetion And ask the consultant to be pratant during 
discussions with the patiant concerning proposed 
traatment. Alternatively, Includa a separata rapon 
trom tha psychiatrist or psychologist In the record, 
pralarably basad upon ar. examination of the patient 
shortly before the dlscusolons concarning proposad 
traatment. It is aspeclally Important to avoid tha 
tamptation to decida that a patiant is Incompetent 
bacausa ha or sha has mada a dacision which differs 
from what the haaith profatslonal would have decid- 
ed, or which appeara to be irrational. Under the law, 
what m attars Is tha ability to make a reasoned choice, 
not tha raasonabianess of tha particular choice that 
is made." As thin-Circuit Judge Warren Burger 
once observed, after raciting Brendeis' defense of 
tha right to be lat alone: 

Nothing tn ma una re net suggests that Juttict Bran- 
dt it thought an individual pottttttd ihttt r»ghtt 
only at to tinmbf btltttt, vud thoughts, t—^on- 
•o/a amotioni. or we//.fo4mdad sensations. I sug- 
gast nt miandtd to include a great many looJith. 
unraaionabtt and avtn absurd tdau wmcn do not 
conform. si>ch as refuting mtdicai trMtmtm tvtn at 
graai risk." 

Moreover, courts hava held that 'even involuntarily 
hospitalized psychiatric patients, and elderly patients 
with marked memory impairments, arc entitled to 
mane certain decisions about their neaitn care. 17 

IOENTIFY ALL CLOSE FAMILY MEMBERS 

It is advisable to ask the relatives who have visit- 
ed the patient whethar thera are other members of 
the family who ought to be consulted. It is important 
to know who and where such individuals are. and to 
contact them If possible to determine whether they 
agree with, or are willing to accept, the decisions 
made by the family representatives with whom the 
physician and haaithcare facility have bean dealing. 
State laws that provide authority for family members 
to make healthcare decisions on behalf of incapaci- 
tated patients often do not give clear guidance con- 
cerning the appropriate response when family mem- 
bers disagree." Such situations often leave health 
professionals in a hopeless dilemma. Some court 
decisions, however, recommend seeking judicial 
guidance m such cases. 14 

CONSULT WITH ALL HEALTHCARE 
PRACTITIONERS INVOLVEO IN 
THE PATIENT'S CARE 

Make a reasonable effort to discuss the case 
with all of the nurses, social workers, and house staff 
who are in contact with the patient (including the 
night shift). In addition, consult with any colleagues 
who may be on call during periods when you are 
unavailable. The goal is to insure that everyone in- 
volved in the patient's care is comfortable with the 
proposed course of action and will implement the 
collective decision. 



More often than not. cases go to court because 
e member of the healthcare team disagrees with the 
decisions being mada end is frustreied by en inability 
to discuss and resolve his or har concerns within the 
Institution. 11 Tha best advice for staying out of court is 
to discuss ell aspect* of tha treatment decision wiih 
ali interested parties, and to resolve any disagree* 
ments or qualms they may neve before taking any 
decisive medicbl action. 

INVOLVE AN ETHICS COMMITTEE 
IN THE OECISION-MAKINQ PROCE88 

Many hospitals have eihlcs committees that can 
provide substantial essistence m identifying the rele- 
vant issues and resolving conflicts when difficult 
treatment decisions must be made " Sometimes, the 
existence of the committee is not well known, or the 
procedures for bringing cases before the commitlee 
are unclear, it is useful to know in advance whether 
your hospital hes an ethics committee and. if so. what 



"More often than not, cases 
go to court because a 
member of the healthcare 
team disagrees with the 
decisionsoeing made and is 
frustrated by an inability to 
discuss and resolve his or 
concerns within the 
institution/' 



the policies and procedures are for seeking its ad- 
vice. If your institution does not nave an ethics com- 
mittee, recommend thet one be established and that 
It be structured to respond quickly enough to be 
helpful in exigent circumstences. The American Hos- 
pital Association recommends that hospitals estab- 
lish ethics committees and offers to provide informa- 
tion on the composition, duties and administration of 
such committees.'' In addition, numerous books and 
articles are available thet discuss the composition, 
administration, and operation of such committees " 

LEARN ABOUT YOUR STATE'S LAW 
ON "LIVING WILLS" ANO OURABLE 
POWERS OF ATTORNEY 

Living Wills are documents through which indi- 
viduals may direct that If they ever become terminally 
HI. no extraordinary, lite-prolonging treatments 
should be employed that will merely prolong me pro- 
cess of dying.'* (in a tew states, living wms may be 
executed only offer a diagnosis of terminal illness has 
been made.) Usually, these documents further direct 
that palliative care should be provided m order to 
maintain the patient's comfort, personal hygiene and 
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dignity Slat* laws authorising the use of such docu- 
ments typically protect healthcare providers Irom 
civil or criminal liability at a result of good faith red* 
ance on such a directive, and generally state that 
patients treatment refusals under the terms of the 
statute do r*»t constitute suicide.** Fewer than half of 
lip states recognize Living Wills, however, and un* 
certainties over what constitutes "terminal illness 
nno eiVaordmary care" may render their use prob* 
'emntic in many cases 

A more flexible document is the "Oureble Power 
o' Attorney through which individuals may. while 
competent, designate one or more persons to make 
decisions on their behalf in the event that they later 
Decome incapable of making tuch decisions for 



"\P\hy$klan$ have been 
indicted for murder as a 
result of withdrawing 
life-sustaining equipment 
from a comatose patient, 
although they believed they 
had the concurrence of the 
family to do so. . ." 



tnemseUes Such documents are legally valid in ev* 
c> state but Illinois. Rhode isian". and the District of 
Columbia • In some states, the laws make clear that 
Durable Powers of Attorney m&y be used specifically 
for healthcare decisions. In most states, however, the 
statute creating the Durable Power of Attorney Sim. 
PS provides that such powers may be either broad or 
spec-he. and apply to various subjects. Although the 
Question has never been decided by a court, most 
scholars believe that a Durable Power that is created 
explicitly tor the purpose of making healthcare deci* 
s ons would be accepted and implemented, even if 
challenged ••' At a minimum, it would provide clear 
and convincing evidence of the individual's inten* 
tions— which is the most important factor in these 
cases 

Pnysicians and administrators Should become 
familiar with Living Wilis and Durable Powers of At- 
torney and the laws governing their use. In the 
staieisi m which they practice. They should also edu* 
cate their patients about the existence and useful* 
ness oi these documents, and have forms available 
lor the patients to fitt out. should they wish to do so. 
and 'i state law permits. 

BECOME FAMILIAR WITH 
HOSPICES IN YOUR AREA 

Hospices provide palliative care and emotional 
support for terminally ill patients and their families 
Tney also provide bereavement counseling for the 
lamides following the patient's death Families who 



have had the benefc of hospice care are wholeheart- 
edly in Sur<oort of the concept, however many physi- 
cians are u. familiar with the methods and goals oi 
hospice cere, or are unaware of its availability m thetr 
area.- 4 For patients who do not wish to receive further 
t»gressive treatment for a terminal illness or for 
whom only palliative cere can be provided a n 0 sp<ce 
offers an opportunity for the patient and the family to 
come to terms with the terminal illness and to help 
each other through the dying process it can be a 
great relief to all concerned (including the primary 
physician end the acute care hospital) to place such 
patients in hospice care. Some hospices are nov. 
certified for reimbursement through Medicaid and 
Medicare, and many third party payers provide hos- 
pice benefits. 

The steps I have suggested do not of course 
avoid the bedevilling philosophical and human prob* 
lems concerning the terminally ill which often cause 
concern, and sometimes anguish But these steps 
can help avoid legal skirmishes and stalemates that 
can destroy the therapeutic and caring relationship 
between health professionals and patients 
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The Chairman. Thank you, Senator Javits. You can be sure that 
this committee will give it every consideration and make the 
proper recommendations to the Congress of the United States. 

Tne next witness is Dr. Edward D. Viner. Dr. Viner, you may 
proceed in any manner that you desire. 

STATEMENT OF EDWARD D. VINER, M.D., HEAD, HEMATOLOGY/ 
ONCOLOGY SECTION, PENNSYLVANIA HOSPITAL; CLINICAL 
PROFESSOR OF MEDICINE, UNIVERSITY OF PENNSYLVANIA 
SCHOOL OF MEDICINE 

Dr. Viner. Thank you, Mr. Chairman, members of the committee 
for inviting me to testify concerning this vitally important subject 
which is one that all of us will ultimately have to face. 

I have practiced and taught internal medicine and oncology for 
the past 20 years and have been very much involved in the devel- 
opment of hospice care in the Philadelphia area. I also speak from 
the perspective of having been, myself, a critically ill patient. In 
1972, following the resection of half of my liver, because of a 
tumor, fortunately benign, multiple complications led to a 4-month 
hospitalization, 5 weeks of which were spent on a respirator. The 
many invaluable lessons I learned are elaborated upon in my pub- 
lished article, a copy of which has been submitted to the commit- 
tee. Also submitted to the committee, incidentally, is an expanded 
version of my remarks this morning. 

We doctors really have no concept of what we ask our patients to 
endure, physically and emotionally. Patients would benefit immeas- 
urably if every care provider could experience the preoperative 
terror of thinking he has an end-state malignancy; the nostalgia in- 
herent in believing he will not see his children grow up; and the 
preterminal mourning over the thought that he is leaving behind 
everyone that he knows and loves. It is really too bad that every 
doctor and nurse has not experienced an intensive care unit psy- 
chosis and the state of complete physical and emotional exhaustion 
that ultimately reduces even the strongest patient to a lip-quiver- 
ing, eye-watering mass of protoplasm. 

The particular facts of my personal illness have no relevancy 
except to underscore the generic philosophical issues raised by 
them. One of the most important of these is for whom is this type 
of heroic care appropriate. As I lay there on the respirator, I 
thought often of how wrong all that I was being put through would 
have been if, indeed, my liver tumor had been malignant and inop- 
erable. 

My experience as a patient has helped me to be a better doctor 
in a number of basic ways. I hope and trust that I now find it 
easier to listen to my patients' wishes and feelings. I no longer use 
machines and other intensive supporting procedures simply be- 
cause they exist. And I can accept comfort as an end in itself. I am 
better able to deal with the realities of life which dictate that some 
patients should be allowed to die quietly, with dignity, without 
stress, and without machines. 

Having come away from my ordeal with these various percep- 
tions, I struggled with the issue of what practically speaking could 
be done to improve institutional dying. Clearly, the concepts inher- 
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ent in the hospice approach, which was just being introduced in the 
United States at that time, were in concert with my own reflec- 
tions while on the respirator. 

What is hospice? Hospice in the United States is not a place, hut 
a philosophy of care with an interdisciplinary team working togeth- 
er to provide palliative and supportive care to meet the specific 
physical, emotional, spiritual, and social needs that arise in the 
dying patient and his family. It is important to stress that the hos- 
pice concept does not imply the cessation of care. Rather, it forces 
us to define those theraupeutic goals appropriate for that patient, 
and then to substitute sensitive and personal support from ma- 
chines, chemotherapy, and antibiotics. 

Unfortunately, while the idealistic goals of hospice care are 
clearly worthy, we have not yet figured out how to pay for it. And 
one of the greatest tragedies is that the Medicare legislation has 
imposed such limitations on hospice benefits, that most patients 
and programs alike regard the Medicare provisions as a negative. 
Patients now basically have to choose whether to retain their tradi- 
tionally available medical benefits, or elect very limited hospice 
benefits, which choice requires relinquishing coverage for all other 
forms of medical care. Thus, instead of relieving the pressure on 
the elderly, this choice only intensifies it. Also, the present legisla- 
tion carries with it the potential of bankrupting those high quality 
hospice programs vhich really do feel an ethical commitment to 
the terminally ill. 

Accordingly, we at Pennsylvania Hospital, as have so many other 
programs, have chosen not to adopt the Medicare model. In short, 
the present regulations have given us half a loaf which, in this 
case, may be worth less than nothing. 

What we working in the field want, as no doubt do you legisla- 
tors representing the consumer/ patient, is preservation of the op- 
tions and the individualization of service. Hospice may well not be 
the only answer, but it is one whose precepts can coincide with 
these goals. Now is the time for innovation and experimentation 
with hospice care and other comprehensive services for the ill and 
dying. Ultimately, we must integrate these concepts into the health 
systems in the United States and develop stable patterns of fund- 
ing, staffing, and regulation. 

There are other areas in which we should also be working. Each 
pf us, individually, must identify and redefine attitudes and feel- 
ings about critical illness, dying, and death. Collectively, we must 
continue to foster the evolution and societal thinking that is result- 
ing in a climate today that increasingly allows quiet, private deci- 
sion making by the patient, his family, and his physician. Hopeful- 
ly, we will never see another travesty such as the Karen Ann Quin- 
lan case. We must continue to educate our young physicians con- 
cerning the special needs of the aging and dying. We need to en- 
courage more patients to take advantage of such mechanisms as 
living wills and durable powers-of-attomey, as Senator Javits men- 
tioned; and, at the same time, we must create laws which will 
allow these mechanisms to be meaningful. 

In closing, I plead with you, members of the Government, that in 
our effort to contain costs, we do not decimate the resources that 
should be available to the dying patient. Let us ponder the sobering 
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reflection that one day, all of these overwhelming problems will 
confront each of us. Just what do we want for ourselves and for our 
loved ones? Thank you. 
[The prepared statement of Dr. Viner follows:] 

Prepared Statement op Edward D. Viner, M.D., Head, Hkmatology/Oncoloc.y 
Section, Pennsylvania Hospital; Clinical Professor ok Medicine, University 
of Pennsylvania, School of Medicine 

Thank you, Mr. Chairman, and members of the committee, for inviting me to tes- 
tify concerning this vitally important subject, which is one all of us ultimately have 
to face. 

My perspective reflects a 20 year experience practicing and teaching internal 
medicine and oncology. For the last decade, I have been very much involved with 
the development of hospice care in the Philadelphia areas. Lastly, I also speak from 
the perspective of having been, myself, a critically ill patient, who, in 1972, spent 
five weeks on a respirator, and four months in the hospital. The many invaluable 
lessons I learned are elaborated upon in my article, "Life at the Other End of the 
Endotracheal Tube. A Physician's Personal View of Critical Illness," a copy of 
which has been submitted to the committee. 

Briefly, we doctors really have no concept of that which we ask our patients to 
endure, physically and emotionally, all at a time that they are most vulnerable, 
physically and emotionally. Patients would benefit immeasurably if every care pro- 
vider could experience, as I did, the preoperative terror of thinking he has an end- 
stage malignancy, the nostalgia inherent in believing he will not see his children 
grow up, and the preterminal mourning over the thought that he is leaving behind 
everyone whom he knows and loves. It really is too bad that every doctor and nurse 
has not experienced an intensive care unit psychosis, and the state of complete emo- 
tional and physical exhaustion that ultimately reduces even the strongest patient to 
a lip-quivering, eye-watering mass of protoplasm. 

The patient lives in a very circumscribed world. Accordingly, everyone who enters 
his day assumes a magnified role That person's single most important attribute is 
whether he or she really cares, a quality which the patient is uncannily able to per- 
ceive. It is imperative that we remember to listen to our patients, to their symp- 
toms, feelings, attitudes and wishes concerning their care. The thought of dying 
became ; n all pervading and relentless issue, and my own autopsy was the subject 
of an incessantly recurring nightmare. Ultimately though, I became quite ambiva- 
lent, and comfort became far more important than a few more days or weeks of life. 
At times, I had great need to ventilate concerning these anxieties, and honest dis- 
cussions of my plight, with my surgeon, were immensely helpful. I learned that it is 
imperative that we overcome the longstanding conspiracy of silence and avoidance 
with respect to death, and that we must bring these aspects up for discussion with 
patients who are obviously seriously ill. Such interchanges need not imply that 
there is no hope, but where there is none, I learned that it clearly is preferable to 
discuss the issue rather than evade it. 

The particular facts of my illness have no relevance, expect to underscore the ge- 
neric philosophical issues raised by them. One of the most important of these is for 
whom is this type of heroic care appropriate? Unless someone drops dead on the golf 
course, he will be admitted to the hospital and subjected to a tremendous array of 
procedures and treatments before he is allowed to die. While I am, of course, grate- 
ful to have survived, it is also clear that the patient pays dearly in such a circum- 
stance. Most pertinently, I lay there often thinking of how inappropriate all that I 
was being put through would have been, if indeed, I had had an incurable terminal 
illness. I became angry at the neurosurgeons caring for the patient next to me. It 
was apparent that they were inappropriately administering the same kind of heroic 
care that I was getting to an unfortunate man with an inoperable, highly malignant 
brain tumor. Only I knew how much he was suffering because my fellow physicians 
had to assuage their own feelings of impotency. 

There is a risk that my comments may be misunderstood. I am not advocating 
that doctors should run around playing God, turning machines off. At the same 
time we physicians cannot avoid the issues. We must try harder to define just what 
are the practically achievable and appropriate goals for the care of each individual 
patient. Cesssation of an aggressive approach does not mean cessation of intensive 
care. It does involve substitution of comfort for the patient, and sensitive support for 
both the patient and the family, in the place of more machines and other technolo- 
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My experience us n patient has helped has me to be a better doctor in a number 
of basic ways. 1 hope, and trust, that I now find it easier to listen to patients. I no 
longer use machines, and other intensive Hupportive procedures, simply becaune 
they exist. 1 can recognize that the patient should be the beneficiary of what we are 
doing and not the victim. 1 am able to talk more easily with sick people, now that 1 
have been there, and 1 understand that these patients are preoccupied with the fear 
of dying, and want to talk about it. 1 am more liberal with the use of morphine 
when n dicated, and can accept comfort as an end in itself. In short, ! am able to 
deal better with the realities of life, which dictate that Home patientH should be al- 
lowed to die quietly, with dignity, without stress and without machines. 

Having come away from my ordeal with thrse various perceptions, 1 struggled 
with the issue of what practically could be do.ie to improve institutional dying. 
Clearly, the concepts inherent in the hospice approach just being introduced in the 
United States in 11)7*2, were in concert with my own reflections while on the respira- 



What is hoHpice? The word hospice means a place of refuge for travelers, like the 
words hospitality, and hospital, it stems from the Latin word, "hospes," which can 
mean host or guest. Today, the word hospice has a new meaning that remains true 
to its origins. It now refers to a way of caring for people nearing the end of their 
journey through life, who are faced with dying, and who are indeed in need of 
refuge. While in England it refers to a special place, i.e., a literal refuge, in America 
it connotes a philosophy of care, and a stem of individuals working together to pro- 
vide comprehensive management. Such a team is recruited from many disciplines 
including the clergy, medicine, nursing, social work, the allied health professions, 
and very importantly, lay volunteers. The hospice philosophy seeks to restore digni- 
ty and a sense of personal fulfillment to the dying. The hospice team provides palli- 
ative and supportive care to meet the special physical, emotional, spiritual, and 
social needs that arise for both the patient and family during the final stages of 
illness, and in bereavement. Hospice care implies a continuum of appropriate insti- 
tutional, and more importantly, home care, available 24 hours a day, seven days a 
week. The focus is on the patient, and the family, rather than on the diseas?. The 
aim is not to extend life, but to improve the quality of the life that remains. 

Introduction of the modem hospice implies the question, "Why is it necessary?" 
Who among health professionals, would not want the dying to benefit from compas- 
sionate, unhurried, supportive care? Who would willinglv deprive the dying patient 
of dignity or peace of mind? 

However, thn dying patient presents a great dilemma for the physician. We are 
f.S! 11 *^ Wlt j* a vast armamentarium of drugs and devices to fight the battle for 
life. The world armamentarium is deliberately chosen to describe the forces at the 
«°r mmon 0 e nea,tn Professional. The image of a war against death is. intentional. 
When it occurs, death is tantamount to defeat, and the medical staff the humilia- 
SfSj! °' fa » ure -, Before yielding to defeat, therefore, the health professional finds it 
difficult to resist bringing to bear the incredible array of esoteric diagnositic tools, 
exotic drugs, and electronic and mechanical devices available for extending life. As 
the limits of survival approach, the medical team is so personnaly committed to the 
success of their efforts that even more is done to try to help the patient. The latter 
too often becomes a dehumanized, biomedical subject caught in a vicious circle. Ulti- 
mately, the accomplished feat is postponing death rather than prolonging life. 
Indeed, the distinction between life and death is now so nebulous that an acceptable 
definition of death is still debated in medical/legal circles. Gone are the days when 
a patient was dead simply because breathing stopped. In fact, now house officers 
seem to feel an obligation, because of an unfortunate misapplication of coronary 
care unit procedures, to ask families, and even patients if they are conscious, wheth- 
er tj .? wan n an attem P l at resuscitation when the patient's heart stops-as if we 
could undie the patient by this maneuver. 

We cannot blame the health professional alone for this situation. The doctor is 
caught between the technical, legal and moral issues and the ambivalence of society. 
As Elisabeth Kubler-Ross pointed out a number of years ago, we had become a 
death denying society. Not only physicians and nurses, but lay persons too. felt com- 
pelled to fight death at all costs. Often, even if the physician was ready to stop ag- 
gressive therapy, the patient's family pressed for one last "goal-line stand" In the 
past decade, however, both physicians and laymen began to recognize that the pa- 
tient might become the victim of the applied technology. This led to a proliferation 
of articles and books in both the medical and lay press about death and dying. The 
subject became a popular one for tc ^vision programs, public debates, and church 
group discussions. Importantly, these issues began to be included in the curriculum 
of medical schools, for it simply imperative that we sensitize and educate young 
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physicians in this area. Quite suddenly, wo realized a need to examine whether we 
were using our tools properly, or whether we were departing from the best interests 
of the patient. We began to question our practices, not only medicially and 
scientifically, but also from the economic, legal, moral, and human points of view. 

Over the last few years, attitudes have changed so that more, but unfortunately 
by no means all, physicians feel it is no longer absolutely necessary to use every 
weapon in the medical armamentarium. We have much less pressure from families, 
who today, more often than not, ure realistically asking doctors to stop aggresGive 
therapy when it has no possible benefit. We have progressed to the point where it is 
thought ethically appropriate to withhold chemotherapy that may do more harm 
than good to the end-stage patient, end to abstain from the use of antibiotics when 
penumonia would provide a peaceful and welcome end to a prolonged battle with 
cancer. More physicians are becoming aware that legally, a pnysich <i must only do 
that which is "right" for his patient and that does not necessarily mean more tech- 
nology. We doctors are learning that we have a legal duty to discuss the prognosis 
and treatment alternatives with the dying patient, just as with the non-terminal pa- 
tient, and that both patients have the same right to accept or reject treatment. The 
concepts of the living will and the durable power of attorney, whereby a person may 
appoint a surrogate to carry out his intent in making health care decisions after he 
is disabled, have been helpful. 

Certainly, this re-evaluation of death and dying in the United States was a pre- 
requisite for the implementation of the hospice philosophy. It is important to reiter- 
ate that the hospice concept does not imply cessation of care, but rather the substi- 
tution of proper care for the terminally ill patient. In short, it means appropriate, 
sensitive, and personal support, instead of machines, chemotherapy, and antibiotics. 

In starting our hospice program at the Pennsylvania Hospital in Philadelphia, we 
were, at first, disappointed that there was no way to fund a separate hospice facility 
similar to those that existed in England. We were forced by economic necessity to 
integrate hospice activities into the general hospital setting. However, this approach 
proved to yield several important advantages. Hospice care is really good medicine, 
in the fullest sense of the term. Our hospice team, functioning in the general hospi- 
tal environment, he.d a clear-cut ripple effect which disseminated the philosophy, 
idealism, and sensitivity of the hospice approach to affect care generally throughout 
the hospital. We were particularly pleased with the interest and enthusiasm of the 
ordinarily technologically oriented nurses, medical students and house officers and 
the latter make regular home visits with the hospice nurses. 

From the beginning, one of our major goals was to get our patients home as quick- 
ly as possible, a concept desirable both from the economic and humanitarian points 
of view. However, it is imperative that economic pressure to discharge patients 
quickly not interfere with proper preparation nor be allowed to prevent necessary 
readmissions. In Philadelphia, we collaborate with already established community 
nursing services to provide at home the comprehensive support inherent in the hos- 
pice concept. The advantages for the patient of dying at home, as compared with 
institutional dying, are obvious, but there is also an obvious need for security on the 
part of the families— security that stems from knowing that help is continuously 
available in the event of one of the myriad of crisis situations that can, and do 
occur. This security has greatly decreased the number of readmissi is precipitated 
by understandable patient and family panic over such symptoms as coughing, vomit- 
ing* unremitting pain, and emotional decompensation, and has allowed an increas- 
ing percentage of our patients to die peacefully at home. At the same time, however, 
it is important that neither economic pressure, nor over enthusiastic advocacy for 
home care be allowed to inflict on patients or families a sense of failure should read- 
mission be necessarv. 

Unfortunately, while the idealistic goals of hospice care have now been recognized 
to be eminently worthy we have, as a society, not yet figured out how to pay for it. 
Let us look at the realities of what has happened. Concerned about the needs of ter- 
minally ill patients and their families, California Congressman Leon Panetta origi- 
nally introduced legislation designed to ease access to hospice programs for Medi- 
care recipients. Unfortunately, this humanistic motivation ultimately gave way to 
cost control requirements. As a result, very tragically, instead of hospice providing 
relief of the pressures on elderly and non-elderly dying patients, a new conflict has 
been added. Patients now basically have to choose whether they will retain their 
traditionally available medical benefits, which include essentially no payment for 
most hospice services, or elect very limited hospice benefits, which requires relin- 
quishing coverage for other forms of medical care. The potential loss of all Medicare 
benefits is neither psychologically nor medically appropriate. Medicare require- 
ments pose a problem also for the hospice program. Ideally, such programs should 
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be designed to meet needs of the local community. Responsiveness to patient's and 
family s needs should take priority. However Medicare requires us to fit the govern- 
ment s model and in the end we htve just substituted another bureaucratic entity 
for the regimentation of ordinary hospital life that we are trying to circumvent. 

It has been surprisingly hard to prove that which seems self-evident, i.e., that hos- 
pice type care indeed offers a true saving. Problems with the various studies include 
design difficulties, and the great variability of hospice programs, some comparing 
less favorably than others on cost issues becaue of greater use of hospital in-patient 
days. Also, many of the evaluations of the cost of conventional care are based on 
insurance claim forms, and do not take into account the true total cost based on 
patient experience. Currently, the preponderance of recent studies suggest that hos- 
pice type care may produce a relative saving of about 40%. Irrespectively, in the 
end, it it is better, hospice care should still be regarded as justifiable, as long as it 
does not cost more. 

There are many unanswered questions, in addition to the paramount one concern- 
ing funding. These include the definition of what consitutes proper hospice care, the 
establishment of criteria for patient selection, and the determination of the best 
model or models for our country. All should be reminded that a hospice can't be 
created by simply hanging a sign over a nursing home door. A hospice can only be 
as good as its foundation, its planning, and its people, and it takes months, or years 
of painstaking work to define specific goals, set up operational guidelines, educate 
the local medical community and to assemble an effective staff. 

In espousing hospice care as an important potential solution to the conflicting 
pressures on the dying patient, it is important to reflect on these stresses. The dying 
patient needs to know of available resources, and how best to muster them. He 
needs information about treatment and help with decisions concerning treatment. 
He will do best with an accurate and honest appraisal of hope versus reality. He 
needs help during the period of transition between denial and the onset of realistic 
planning. 

The dying patient is concerned with the adequacy of his financial coverage, for 
both his acute and palliative care, and about the additional financial burdens that 
may be inflicted on his family by debts, or loss of income. The dying patient needs 
enough physical, emotional and financial support to enable him and his family to 
use the remaining time as fully and profitably as possible. He needs assurance that 
he won t be alone, and that his family won t be crushed by the responsibility of 
caring for him. 

While he needs a type of care and emphasis not found in the acute care system of 
our hospitals, he nonetheless needs to be able to stay under the care of his physician 
and he needs the availability of the acute care system to provide help in certain 
specific circumstances, and to serve as a link with hope. Note that it is this 
availability that is denied by the current Medicare approach to hospice care. As the 
loved one is dying, great pressure is put on families as well. They, too, have much 
need for information concerning resources, and for help in learning how to support 
and care for the patient. Both patient and family need supplies, home-making and 
nursing help, and a caring and supportive physician who is comfortable with what 
is his ultimate role in the care of every patient, i.e., that of helping him die. Physi- 
cians and other care providers in turn need information about the patient and fami- 
ly s attitudes and feelings, and about the home and financial situation. They also, 
themselves, need help and support with the difficult job of working with patients 
with terminal illness. 

Yet, while we have learned that the hospice approach has the potential for filling 
all of these needs and for alleviating many of the conflicting pressures, it finds itself 
in conflict with the recent push to make our health care more "cost effective." Even 
if hospice care really is cheaper, that is no longer enough. Originally, the assump- 
tion was made that the cost of dying would be less if decisions were made to deceler- 
ate, or end acute care therapy. This assumption fit with the legislative thrust to cut 
the cost of health care, and soon dying was on the trajectory of low cost care. The 
next step was to see home care as cheaper than hospital care, so the quicker and 
cleaner the break with the acute care system, as demanded by current Medicare 
regulations, the better. Indeed, according to the Health Care Financing Administra- 
tion, the "goal of hospice care is to help terminally ill individuals continue life with 
minimal disruption of their normal activities, while remaining primarily in the 
home environment.'* However, the goal of hospice care should be "appropriate ther- 
apy*' that may or may not be at home. The hospice pioneers wanted home to be a 
viable option, but not the only option, for the transition from acute to palliation 
cannot be that precise. It is imperative, both psychologically and practically, that 
dying patients retain all their options for treatment. They need time to accept the 
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transition, and they need to retain their affiliation with their doctor and their hos- 
pital. After the transition, which may take days or months, home care can then be 
emphasized and can be less expensive. 

However, home care is confronted with two challenges. Technolr :y is being trans- 
ferred from the hospital to home care, and as a result, the choic ^ concerning the 
use of this technology become even more complicated. Also Medicare, and the other 
insurers will follow, is imposing 0*1 increasing burden on home care providers to 
assess, document and evaluate, .nus incrseasing paper work and forcing cuts in 
services. Medicare is also putting increasing pressures on the families providing the 
home care, for the increassed technology coupled with DRG engendered earlier dis- 
charges, require increasingly skilled supervision. Thus decisions concerning treat- 
ment are increasingly complicated, even when the goal is palliation and it is carried 
out at home. At a time in the patient's life when humanistic concerns demand 
easier decision making and less pressure, another force is demanding low cost care. 
Simultaneously, the regulatory agencies are more and more distrustful of the pro- 
fessionals' ability to deliver quality care. In the meatime, patients and families are 
plugging along, carrying ever bigger burdens, feeling that somehow they are doing 
so nothing wrong, because everything is so complicated, expensive and difficult, 
while all the time the experts are telling them it's getting better. 

The change in emphasis on hospice as potentially cost-saving, to hospice at Jie 
lowest possible cost, threatens to destroy the qualitative difference that is hospice. 
The press for "cost containment at any cost" brings with it the danger of less than 
adequately prepared individuals providing care in less than adequate circumstances. 
The present legislation imposes a devastating amount of paper work and also car- 
ries with it the potential for bankrupting those high quality hospice programs with 
ethical commitments to the terminally ill. There is a built-in incentive to take pa- 
tients only at the very end, so their sixty-five hundred dollar cap will see them 
through. Programs tend to protect themselves by rejecting thosepatients who have 
the greatest need, i.e. those who have no primary care giver. This legislation has 
given us half a loaf, which in this care may be worth less than nothing. 

Because the issues and systems are so overwhelming, patients and families need 
help. Programs such as hospice guide them throughout the process. What we work- 
ing in the field want, as no doubt do you legislators representing the consumer /pa- 
tient, is preservation of the options and the individualization of service. Hospice 
may well not be the only answer, but it is the one whose precepts coincide with 
these goals. Now is the time for innovation and experimentation with hospice care 
and other comprehensive services for the ill and dying. Ultimately, we must inte- 
grate the concept into the United States health system and develop stable patterns 
of funding, staffing, and regulation. 

There are other areas in which we should be working. Each of us as individuals 
must identify and redefine attitudes and feelings about critical illness, dying and 
death. Collectively, we must continue to foster the evolution in societal thinking 
that is resulting in a climate today that increasingly allows quiet, private decision 
making by the patient, his family and his physician. Hopefully we will never see 
another travesty such as the Karen Ann Quinlan case. We must continue to educate 
our young physicians concerning the special needs of the aging and dying. We need 
to encourage more patients to take advantage of such mechanisms as Living Wills 
and Durable Powers of Attorney, and at the same time, create laws which allow 
them to be effective. 

In closing, I plead with you members of the government that in our effort to con- 
tain cost, we not decimate the resources that should be available to the dying pa- 
tient. Let us ponder the sobering reflection that one day, all of these overwhelming 
problems will confront us. Just what to we want for ourselves and our loved ones/ 

The Chairman. Thank you, Dr. Viner. 

I would like to start out the questioning, first of all, to Senator 
Javits, and then give each member of the panel an opportunity to 
ask one question, and then we will come back again for more ques- 
tioning. 

I would like to, first of all, establish the difference between a 
living will and a durable power of attorney. 

Senator Javits. A living will is a direct expression of the attitude 
of the maker of the will toward the disposition of his own body 
when he is no longer competent to decide; and when there is medi- 
cally no probable likelihood of recovery. It is a testamentary docu- 
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ment. And, as I laid In my remarks, it is not irrevocable, but it is a 
very definite guide to those who must decide for him because he 
cannot decide himself. 

The durable power of attorney is a devolution of authority to an- 
other to make any medical decision for the maker of the durable 
power. And it is durable because, again, it is irrevocable except by 
courts and after clear and convincing proof. 

N<™; «t this point, Mr. Chairman, I think it would be helpftil if 
Ms.Mishkin was given a few minutes to give you some of the dis- 
tinctions as follows. The laws of different States give different au- 
thorities to the profession, the medical profession, and to the fami- 
lies of the afflicted. And these are important distinctions, as they 
my be a guide to national policy. 

So if the Chair is agreeable, please give Ms. Mishkin a few mo- 
ments. 

The Chairman. Ms. Mishkin, you are now recognized. 

Ms. Mishkin. I will respond directly to the question you posed. A 
very important distinction between a living will and a durable 
power of attorney is the that application of the living will is limit- 
ed. It applies only to people who have been diagnosed as terminally 
ill, and would not apply to many of the very elderly people in this 
country who are simply getting older, older with more of their sys- 
tems failiM, with an uncertain prognosis and with an unknown 
length of life remaining. 

A living will would be of no use to an elderly person in a nursing 
home unless that person happened to be diagnosed as clearly 
having a terminal illness. In addition, a living will is not valid in 
all of the States. I will submit for the committee a list of the States 
in which it is not valid. 

[The following information was subsequently provided by Ms. 
Mishkin:] 

States Having No Natural Death Act 

Alaska. Hawaii, Kentucky, Massachusetts, Michigan, Minnesota, Nebraska, New 
Jersey, New York, North Dakota, Ohio, Pennsylvania, Rhode Island, South Caroli- 
na, and South Dakota. 

Ms. Mishkin. In addition, certain procedural requirements in 
living wills vary from one State to another, so that it is not clear 
what would happen to an individual who executed a valid living 
will in one State and then found himself or herself hospitalized in 
another State, if the two States required different formalities to 
execute a living will. 

There are also definitional problems with living wills. The physi- 
cian or health care provider must decide whether a proposed inter- 
vention is extraordinary care— which may be withheld or with- 
drawn according to the directions of the living will— or whether an 
intervention is supportive or palliative care, administered to main- 
tain the patient's comfort and dignity through the dying process. 
There is great consternation now and difficulty in deciding wheth- 
er or not providing nourishment and hydration through artificial 
means, such as a nasogastric feeding tube or an intravenous solu- 
tion, would constitute extraordinary care that may be withheld, if 
appropriate; or whether it is nursing care that must under all con- 
ditions be provided. 
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Roughly a dozen States that have passed living will legislation in 
the last year have incorporated a provision specifying that artici- 
fial nourishment and hydration must be provided, that they do not 
constitute extraordinary care that may be withheld or withdrawn 
from a terminally ill patient. 

Finally, the most important distinction between a living will and 
a durable power of attorney, of course, is that the living will is only 
useful for people who want to say no. It is only useful for the 
person who does not want extraordinary care continued. Now, 
there are many people who might feel otherwise, and there are 
many people who might want certain kinds of extraordinary care 
provided and other kinds withheld. It is a very personal decision. A 
living will is not helpful for those situations. But a durable power 
of attorney, whereby you or I or— anyone else — can give authority 
to someone else to make health care decisions for us, means that 
we then have a spokesperson who will answer the question about 
nutritional support or other interventions at the time the question 
arises, based upon our medical condition at that time. It means 
that if I want all systems go or if I want everything possible to be 
done to preserve my life, I can have a spokesperson there who will 
see to it as vigorously as possible — that it is done. The spokesper- 
son similarly would see to it that nothing is done, if that s what I 
prefer. 

Durable simply means that the power-of-attorney does not evapo- 
rate when the person who delegates the power becomes incapacitat- 
ed. Under prior law, if you were no longer competent, a power-of- 
attorney would become void. 

The new laws make it possible for the power-of-attorney to con- 
tinue in effect even when your competency does not. 

The Chairman. Thank you, Ms. Mishkin. 

The Chairman recognizes Mr. Henry. 

Mr. Henry. Thank you, Mr. Chairman. 

I really wanted just to follow up on this because I think it is an 
extremely important distinction, and it has also been very helpful 
to me in making the distinction between the living will and the du- 
rable power-of-attorney. I am from Michigan, where we have the 
latter, not the former. I note the Senator from New York, the dis- 
tinguished doctor from Pennsylvania, all three of us are States that 
do not presently allow for living wills. We do allow for the durable 
power-of-attorney. 

The living will is more clearly self-directed, although more clear- 
ly legislatively circumscribed. The power-of-durable-attorney is a 
broader grant of power. 

Is there a distinction between the interstate recognition on 
power-of-attorney as opposed to living will? That is to say, we have 
many problems, of course, with senior citizens who live — well, in 
all of our areas that are represented at the witness table, who tend 
to prefer, for example, warmer climates in the winter; and many 
problems in terms of getting interstate recognition. 

I am wondering whether there has been a clear distinction in 
terms of which the courts have found more easily to get reciproci- 
ty; and, second, related to that, whether you feel there is a need for 
some kind of model national statute that would bring greater uni- 
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formity in this area to deal with the areas where problems have 
occurred. 

Senator Javits. Ms. Mishkin should probably reply on the case 
law. As for me, I am very strongly for a national model. We have 
enough trouble with this whole subject without having a jurisdic- 
tional problem and conflict. 

Ms. Mishin, would you help us with the case law? 

Ms. Mishkin. Yes. There has not yet been any court decision 
with respect to a durable power-of-attorney, drafted and legally 
valid in one State, being put into effect in another. The same is 
true of the living wills. 

Generally, the durable power-of-attorney statutes are much more 
compatible with each other so that transfer from one State to an- 
other should not be too difficult. On the other hand, there are 
roughly half a dozen States that do require special procedures for 
creating a valid durable power-of-attorney. They may require that 
it be recorded with the Recorder of Wills or the Office of the Clerk 
of the Court This is a holdover from the days when powers-of-at- 
torney statutes were part of the property law. In fact, they still 
are, or they are part of the wills and trusts code. Therefore, some 
of the States — a very small handful — do have additional require- 
ments. As a result, someone who created a durable power-of-attor- 
ney, in a State that doesn't have those additional requirements, 
might have difficulty implementing it in a State where those re- 
quirements are in effect. There is no case law as yet. 

Senator Javits. May I simply add, Mr. Chairman, that whatever 
may be the legal problems, the fact that an individual who has ex- 
pressed his will on this subject or appointed a surrogate under a 
power to express that will through a durable power-of-attorney will 
immediately establish a standard for that person, which will help 
materially to reduce, on the one hand, the confusion about ascer- 
taining the will of the person facing death; and, on the other hand, 
relieve the medical profession to some extent, I think substantially, 
of getting into the morass of liability which is so difficult, as the 
chairman said originally today. 

So I definitely believe a big step will come from the national 
model to induce people generally to express their will on this sub- 
ject as casually and usually as they make a will for property. 

The Chairman. The gentleman's time has expired 

May I state that the committee will recess very briefly. But 
before we do that, I would like to thank Senator Javits, Dr. Viner, 
and Ms. Mishkin for their excellent testimony. 

We will return to continue the questioning in approximately 60 
seconds. 

Thank you very much. 

[Recess.] 

The Chairman. The Committee will continue its sitting, and will 
now recognize Ms. Lloyd. 
Ms. Lloyd. Thank you, Mr. Chairman. 

I want to commend you and thank you for holding this hearing 
on a matter that does affect so many of our older citizens. And I 
certainly want to thank Senator Javits for being here today to give 
us the benefit of his expertise. 
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All of us know that dying is an inevitable part of life; that where 
there is a beginning, there has to be an end. And I do not think 
that any of us expect to avoid it. But if we had our choice, I think 
that al! of us here would like to go out of this world in a very pain- 
less and a very dignified state. Unfortunately, this choice is denied 
to many of us. 

Along with older age, there is increased risk of crippling and 
very painful diseases, diseases that debilitate the body, the spirit 
and, all too often, the pocketbook. It is this latter that often con- 
trols and limits the options available to us insofar as health care, 
custodial care, and even the final formalities of a funeral are con- 
cerned. 

I believe that everyone is entitled to affordable, compassionate, 
and competent care. I also believe that the Government has respon- 
sibility to shape its programs so that our older people who do have 
a terminal disease can choose how they want to spend their final 
days here on this Earth. And, certainly, that is what this hearing, 
"Dying With Dignity: Difficult Times, Difficult Choice" is all about. 

Thank you, Mr. Chairman, for letting us have this hearing today. 

The Chairman. Thank you. 

The Chair recognizes Mr. Wortley. 

Mr. Wortley. Thank you, Mr. Chairman. 

Senator Javits, in your testimony a few moments ago, you men- 
tioned abuses of living wills and that they could be restrained by 
the courts, and you alluded to the litigious society we live in. 

Do you foresee any legal problems with living wills or durable 
powers-of-attorney? Might we be overburdening the courts with 
such cases, or are we consigning, perhaps, too much power to the 
court to make decisions in our lives? 

Senator Javits. Well, Congressman, I do not think, to answer the 
second part first, we are giving the courts too much power. They 
have had that kind of power for the duration of our Republic and 
our appellate procedures and other safeguards. I think it has kept 
us out of deep trouble. 

We are a litigious society. Our courts are very heavily burdened. 
But I think the compensation is that we will be reducing their bur- 
dens if people can evidence in a binding way their own desires. 
And I do not think we will be increasing the totality of litigation. 

In addition, finality is critical here for those who are in the medi- 
cal profession and for people who are facing these awesome deci- 
sions themselves. So I do not consider our court congestion an ob- 
stacle. I rather think that we will be lessening rather than increas- 
ing it. 

Mr. Wortley. I wonder if I could ask Counselor Mishkin, What 
do you think the alternatives are if all States do not adopt the 
living will statute? 

Ms. Mishkin. W?ll, the alternatives are clearly more litigation. 
One of the problems we have now is that despite the tradition that 
a spouse or an adult child has authority to make health care deci- 
sions for an incapacitated adult, in fact, their authority to do so is 
clear in only about a dozen States. In all of the other States, there 
is no clear legal authority for a spouse or an adult child — or a 
brother or sister or any family member— to make a health care de- 
cision on behalf of an ill on an incapacitated adult. So we are faced 
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with uncertainty on the part of the health care providers— the hos- 
pital, the hospice, the nursing home— as to whether or not to follow 
the directions given by a family member. And whenever they are 
uneasy about that which the family member requests be done or 
not done, they will go to court. That is the alternative that these 
documents are designed to avoid. Going into court is time consum- 
ing. Normally, it does not even help the patient in question be- 
cause the patient typically dies before the court renders its deci- 
sion. It may help subsequent patients. 

In addition, it is demeaning to the patient to have to go to court 
and to have an incompetency proceeding and guardian appointed. 
Unfortunately, that is the only alternative we have right now, 
until more people s;gn these documents. 

The Chairman. The gentleman's time has expired. 

Mr. Wortley. Thank you, Mr. Chairman. 

The Chairman. The Chair now recognizes Mr. Vento. 

Mr. Vento, it has been decided to ask one question per member. 

Mr. Vento. Thank you, Mr. Chairman. 

I do not have a great deal to question the distinguished Senator. 
Now I think that much he reflects, as our own late, great friend, 
Hubert Humphrey, who he worked so well with in the U.S. Senate, 
from our State of Minnesota, we are so proud that you are still in 
the vanguard leading the way, attempting to bring a light on the 
public policy path that we have to follow with regard to health 
care and to this very sensitive issue. 

It is so hard for us, obviously. No one can speak with authority 
unless he has been there, unless he is experiencing it. And this, I 
am sure, will be an important catalyst as we attempt to develop 
public policy in Congress with regard to this issue. 

And the real problem today, Senator, if I might say, is the fact 
that not only are we pulling back in some programs because they 
have problems, but we are not out there leading the way with the 
new programs, whether it is the hospice, whether it is chemical de- 
pendency problems for the elderly, whether it is many other prob- 
lems. And I am not so concerned about trying to repair the trans- 
gressions and imperfections of programs. After all, that is part of 
the public process that we are all involved in in terms of trying 
to—the competition of good ideas and trying to promote those. 

But what I am most concerned about is that we are not replacing 
them and addressing what are sincerely the concerns of the 1980's. 

1 am happy to note that we can make hospitals the last resort in 
terms of— but we have to have an appropriate type of health care. I 
think that is the message. And we have to have appropriate care 
tor people. We do what we can for their health, but then we have 
to deal with the psychological effects and all the other problems 
that are inherent in life and in the process of death. 

°i we f F very for y° ur shedding light on this, and I 

think and hope it will be a catalyst so we can address these con- 
cerns in a positive manner in the future. And we are grateful for 
today Want t0 commend the chairman for his calling this hearing 

The Chairman. Thank you, Mr. Vento. 
The Chair now recognizes Mr. Falwell. 
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Mr. Falwell. My question could be directed to either of the wit- 

H6SS6S 

We have delved primarily upon those instances where people can 
evidence, hopefully in a binding way, their decision, in using the 
living will or the durable power-of-attorney. Hopefully, we have 
some good chance of a binding decision being recognized. 

Mention was made of the Quinlan case. For most of us, who have 
not executed surh living wills or durable powers-of-attorney, what 
can we do in trying to delegate others by means of the law to make 
those binding decisions? You talked about the National Model Law. 
Won't that be extremely controversial? 

Senator Javits. My judgment is that the one law in all the 50 
States will be helpful, and public education which we are engaged 
in right now, thanks to you Chairman Roybal, is very helpful. And 
it may be possible to construct a national model statute; then to 
enlist the Bar Association and other similar agencies representing 
the people to make this a bandwagon effort. It has just begun. 

Senators had a symposium under the jurisdiction of the Aging 
Committee and this has now occurred in the House. 

I yield to Ms. Mishkin. 

Ms. Mishkin. Thank you, Senator. 

I did want the record to reflect the fact that model laws have 
been approved by the Commissioners on Uniform State Laws: One 
involving health care consent, which would provide legal authority 
for family members to consent to health care on behalf of adults; 
and another on rights of the terminally ill. I will provide copies of 
those model laws for your record. , 

[See appendix 4 for material submitted by Ms. Mishkin.] 

Dr. Viner. The problem in the Quinlan case— and I know Mrs. 
Quinlan— was that the hospital and the physicians involved would 
not respect the wishes of the family and were afraid that medical/ 
legal issues would preclude their safety in doing that. In most 
cases, this is very simply and quietly, laws available or no laws 
available, we make those decisions every day because we have to, 
and there is no fanfare, no fuss, no publicity, and it is quiet and it 
is private. And it is getting easier because societal thinking is 
changing. Half a dozen— more than that— 10 years ago, you usually 
got the family requesting one last goal line stand, and there was 
always to be another one. And today, more and more, that is no 
longer the case. Families are willing to give up sooner; do not want 
to see loved ones subjected to becoming biomedical subjects and so 
forth. We are much less often getting that pressure. We are quietly 
making these decisions. 

The public education that Senator Javits talked about is ex- 
tremely important. That is how the evolution is taking place. That 
is how it will further take place. 

The Chairman. The Chair recognizes Mr. Biaggi. 
Mr. Biaggi. Thank you, Mr. Chairman. I apologize for being late. 
I was at another committee, marking up an important bill. 

I would like to take this occasion to say hello to an old and dear 
friend, respected, revered, and loved man that I have worked with 
in the Congress on legislation, Senator Jack Javits. 

I recall— and you may not remember, and I was a little younger, 
I was a letter carrier on the west side when you had the temerity, 
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the audacity to run for Congress as a Republican on the West Side 
of Manhattan. And you showed the way. The store keepers were 
telling me, he is the only candidate that ever came and opened the 
doors and greeted us. Many have followed that pattern and have 
proved to be successful, as you were. But, more than that, you con- 
tinued on to fight for people while you were a Member of the 
Senate. And those were heroic fights because oft times you were 
alone. But time and events and experience certainly confirmed the 
fact that you were correct. 

You are to be admired even more greatly now. My respect for 
you has no bounds. It grieved me when you left the Senate. It 

fileases me to see you go on dauntlessly and indefatiguably in your 
ife's commitment to helping human beings. Your courage is inspi- 
rational. 
Jack, it is a delight to see you. 

Senator Javits. Thank you, Congressman. As you said, you are 
an old and dear friend. It makes my continuance in an active life a 
very rewarding one. Thank you very much. 

And while I ve got the floor for a minute, I would like to thank 
Congressman Vento, too, for invoking the name of one of my 
heroes, Hubert Humphrey, whose spirit must be hovering over us 
right now. 

Thank you very much. 

Mr. Biaggi. Thank you, Senator. 

Thank you, Mr. Chairman. 

The Chairman. Thank you. 

The Chair recognizes Mr. Boehlert. 

Mr. Boehlert. Thank you, Mr. Chairman. 

AH three of the panelists have given us a lot of food for thought. 
It is going to take me some time to adequately digest it. But I do 
wish to make this observation, following through on the comments 
of my distinguished colleague from New York. 

Senator, I view you as a national resource. You have got an un- 
canny ability to elevate discussions on very important, far reach- 
ing, and emotional issues to the highest level. And I can say per- 
sonally to you that in my public career, speaking for me, personal- 
ly* you have been an inspiration, and I think you are to a great 
many, many others in this body and across this country. And I just 
want to thank you from the bottom of my heart. 

The Chairman. Thank you, Mr. Boehlert. 

Mr. Ford? 

Mr. Ford. Thank you very much, Mr. Chairman, for allowing me 
the opportunity to comment on this issue that we as a nation must 
address today. 

But before I make a brief comment — I have no questions, Mr. 
Chairman — I would like to join my colleagues in thanking our very 
distinguished former Senator, Mr. Javits, for his appearance today 
and testifying before the full committee. 

Mr. Chairman, I would just like to put several questions before 
the panel and the audience today and really not expect the panel 
to respond. But do we as legislators have the authority to deter- 
mine who should live and who should die? Do we as a nation have 
the right to take away life, life from persons who have undergone 
unknown amount of pain and suffering? And do we have the right 
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to move medical resources from one person to another simply be- 
cause one case seems more terminal than the other? 

And with all due respect to this distinguished panel, these deci- 
sions have to be made with the underlying belief of saving life and 
not ending them. And I certainly have all the respect in the world 
for this committee chairman and this hearing today, but I think 
that we, as a group of legislators and the Congress itself, should 
take into consideration what is being said before this committee 
today and other information we are privy to. And, hopefully, we 
can take this information and bring about some needed changes in 
this area, but at least still let these questions be at the top of the 
agenaa. 

With that, thank you very much, Mr. Chairman. 

The Chairman. Thank you, Mr. Ford. You can be sure that that 
is the subject matter that will be definitely discussed and debated 
in this committee. When legislation is presented, it will be debated, 
discussed, and rediscussed in the various committees through 
which it will travel. It will finally get to the House and we hope it 
will get to the Senate. It will also be debated in discussion there. 
And! believe that the proper decision will be made at the time 
final passage of any legislation that addresses itself to this particu- 
lar problem. 

I thank you for your comments. 

The Chair now recognizes Ms. Meyers. 

Ms. Meyers. No questions, Mr. Chairman. 

The Chairman. Ms. Bentley? 

Ms. Bentley. I have a comment, Mr. Chairman. I just want to 
say that I know some excellent points have been made here today. 
And this is a very important topic, "Dying With Dignity: Difficult 
Times, Difficult Choice." 

I have a very— I had a personal decision to make a number of 
years ago when my mother— after she had suffered a stroke and 
been an invalid about 4 months, and then went into pneumonia. 
And they wanted to give her additional life-saving— the IV's and 
all that. And although she couldn't talk, she screamed "no, no, no." 
And I knew from other discussions I had with her that she just did 
not want to be kept alive in this manner. It was a very difficult 
choice for me to say let her die with dignity. 

At the same time, I do want to express my tremendous respect 
for Senator Javits. While a newspaper reporter covering Capitol 
Hill, I always found him very important in giving me information, 
correct information about what was going on. And as I have read 
about his continued activities of lecturing and passing on to those 
who are younger his font of knowledge and his experience from 
real life, my hat is off to you and God bless you. 

Senator Javits. Thank you very much. 

The Chairman. The Chair recognizes Mr. McCain. 

Mr. McCain. Thank you, Mr. Chairman. 

Before I was able to serve in the Congress, I spent a number of 
years , working over in the U.S. Senate. During that period, I had 
the distinct honor and privilege of working and traveling with Sen- 
ator Javits. And I believe that he brought honor, dignity, and bril- 
liance to that body as he does bring to this issue today. And I am 
very deeply appreciative. 
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I am convinced that your presence here, Senator Javits, will go a 
long way toward easing the pain of millions of Americans as they 
face, what you describe, should be greeted with dignity and beauty. 

I have a question for Dr. Viner. 

Dr. Viner, in your written statement you mention that home 
care faces two challenges. One is technology; it is being transferred. 
And I quote from your statement: "From the hospital to home care 
and, as a result, the choices concerning the use of this technology 
become even more complicated." 

The other challenge you discuss is Medicare. It is putting in- 
creased pressures on families providing home care. The DRG en- 
gendered earlier discharges, and therefore require increasingly 
skilled home supervision. 

Could you give us some recommendations that you believe need 
to be made in Medicare in order that these challenges be over- 
come? 

Dr. Viner. Yes. I think that 

Mr. McCain. And before you answer, I also would like to com- 
mend you on your article which I have read, "Life at the Other 
End of the Endo-Tracheal Tube: A Physician's Personal View of 
Critical Illness." I believe it should be made required reading for 
every physician in America. 

Dr. Viner. Thank you very much, sir. 

The problem with the home care is that this is a tremendous 
burden, obviously, for inexperienced family members. And very 
often, the patients are now being forced to go home sooner and 
sooner. DRG, engendered early discharge, means that because of 
the economic pressures on us to get people out of the hospital 
quickly, they are going home sicker, and they are going home need- 
ing more equipment. We are not talking about life-sustaining 
equipment and respirators, but simply that they are very sick and 
need a lot of apparatus and skill to take care of them. Families are 
not prepared for that. 

So the families are sort of caught in a bind here and so is the 
doctor. 

I think we need to simply expand the benefits a little bit more. 
We spend a lot of money in this country on health care that we are 
learning how to conserve somewhat. But this is not the right place 
to serve it. This is an unbiquitous problem that is going to happen 
to everyone. And a little more generosity here— take it away from 
someone else, perhaps, but don't skimp here. 

I think what happened is that we started to make decisions to 
decelerate care for the dying patients. That was right. Then all of a 
sudden this looked like a place where we could save a lot of money. 
And getting them home, that seemed like a good idea. So we save 
more money instead of being a $500 a day bed. But we have over- 
done it a bit, and we have got to get off of that a little bit and 
spend a little more money; get patients home with a little more su- 
pervision than we are able to provide now and so forth. 

But we are getting there. The system is going to sort itself out. 
And I think there have been extremely important developments in 
the last several years. 

The Chair. Thank you, Mr. McCain. 

Ms. Meyers? 
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Ms. Meyers. Mr. Chairman, I do think that this is an extremely 
controversial subject. 

When I was chairman of public health and welfare in Kansas, I 
realized— this was in the State senate— I realized that due to an 
unusual provision in our guardianship laws that if an individual 
has a guardian in Kansas, no one can make the decision to with- 
draw heroic measures to preserve life. 

We drafted a law that said that if that person who had a guardi- 
an, if two doctors said that we were not really extending life but 
just prolonging the dying procedure; if there was a court procedure 
where the individual who had the guardian was represented by 
counsel and it was determined that this was in the best interest of 
that patient and was truly his desire when he was competent to 
make that decision, then this decision could be made by a family 
member— the guardian, usually— and the doctor. 

However, it just turned into a terrible fight There were those— 
well, the same groups that came in and opposed the living will, 
when we passed it in the State of Kansas, came in and opposed this 
vigorously. This was not my bill, but because I was chairman of the 
committee, I was carrying it on the floor of the Senate, I was called 
a murderer. And, finally, because of this kind of controversy and 
mailings to everybody saying that we were murderers and all that, 
we withdrew the bill from the floor of the Senate and took it back 
to committee. 

I just think that before a bill like this can be passed, there has to 
be a great deal of public education, that we do whatever we do very 
very carefully because it is fraught with controversy and real 
anger. 

Senator Javits. Ms. Meyers, if I may just say a word; the an- 
guish goes with the job, and that is what we are doing today. It 
certainly is not easy for me. And as I said before, I am one of those 
facing it. I know what is right and I know it will quiet controversy 
rather than stir it up as we know the confrontations and anguish 
the families have who face these decisions, and don't know what 
the person concerned would have done. And so I think we are in 
the process right now, thanks to Chairman Roybal, of doing what 
you say we must do. And so long as I can, I will continue. 

Ms. Meyers. Well, I admire you tremendously and have been a 
fan of yours for a very long time. It is good to be with you today. 

Senator Javits. Thank you. 

The Chairman. Thank you, Ms. Meyers. 

We all probably notice that a little while ago we recessed for a 
brief 60 seconds. All that, of course, was for the benefit of televi- 
sion. We continued then with the hearing, and now would like— if 
you all would remain exactly where you are sitting now, we have 
two other witnesses. They are made available to us by the Close Up 
Foundation, a foundation that works very closely with this commit- 
tee, who is very much interested in these problems. 

These witnesses, one of them comes from Tempe, AZ, Mae Chec- 
koff; and the other one comes from Moorhead, MN. Both would 
like to take a few minutes to tell us of their personal experience. 

Would they please take the microphone there? Mr. Dean 
Bowman and Mae Chertkoff. 
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STATEMENT OP MAE CHERTKOFF, A PARTICIPANT IN THE CLOSE 
UP FOUNDATION GOVERNMENT STUDIES PROGRAM FOR 
OLDER AMERICANS 

Mrs. Chertkoff. Mr. Chairman and members of the committee, 
on behalf of myself and other participants in this week's Close Up 
Program for older Americans, I thank you for the opportunity to 
express my views on this critical issue facing this committee. 

The cost of medical care is staggering, but the emotional impact 
is stressful and heartbreaking to all members of the family. Our 
brother was ill with terminal lung cancer, but the doctors contin- 
ued with hospital care and treatment until the end. When I asked 
the doctor to stop the agonizing torture of prolonging the life of 
agony with no hope of life, the answer I got was, I'm not God." 

The medical bills that came in the last 45 days of prolonged life, 
even God would forbid. Who has the right to decide? I believe in 
the living will. T can decide my fate at the time of terminal illness 
while I am still in sound mind, like now. 

Thank you. 

The Chairman. Thank you. Dean Bowman? 

STATEMENT OF DEAN BOWMAN, A PARTICIPANT IN THE CLOSE 
UP FOUNDATION GOVERNMENT STUDIES PROGRAM FOR 
OLDER AMERICANS 

Mr. Bowman. Mr. Chairman and honorable members of the com- 
mittee, I am pleased to have the opportunity to testify before you 
today, and I appreciate the opportunity you have given the Close 
Up Foundation to present this hearing. 

In February of this year, my mother, who was 91, decided that 
food was an enemy and refused to eat. After 2 weeks in three dif- 
ferent hospitals and three different doctors interspersed with a 
week in the skill nursing facility of a nursing home, my wife and I 
decided to take her to our home. 

We had a special circumstance in our home to be able to provide 
the kind of care required. My wife is a homemaker, and since my 
retirement from teaching, my work and my workshop is attached 
to my home. We were, therefore, able to look in on my mother 24 
hours a day. We were also given assistance and the support of the 
Hospice of the Red River Valley. 

The hospice program was complete in so many ways. They not 
only provided all medication required, but provided a registered 
nurse on call 24 hours a day. My mother died peacefully 22 days 
after bringing her home from the last hospitalization 

There is one fortunate aspect of our experience. My mother was 
fully alert and in command of all of her faculties right up to the 
last day. Prior to leaving the hospital on her last confinement, she 
demanded that the nasal-gastric feeding tube be removed. This re- 
quest was honored by the attending physician. We were thus re- 
lieved of the responsibility to make decisions regarding life-support 
systems. 

We were extremely lucky. My wife and I decided that we should 
relieve our children of the responsibility of having to make deci- 
sions about our lives. We had our attorney draw up living wills, 
outlining our wishes regarding all the basic aspects of our death, 
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from lifesupport systems or extraordinary measures to support life, 
to our burial. 

Mr. Chairman, I would support legislation which allows an indi- 
vidual the option of determining the type of medical treatment he 
or she would receive in the event of a terminal illness, and the 
legal recognition of such documents that state such options. 

Thank you, Mr. Chairman. 

The Chairman. Thank you very much, Mr. Bowman. 

I would now like to ask one last question. I know we promised 
you, Senator, that we would be adjourning around 11:30. And I am 
sure that you will stay for just a few more minutes. 

And that is a question that is constantly asked of me and this 
committee. I am asking this question of Dr. Viner, Senator Javits, 
and Ms. Mishkin. 

As a sort of worst case, what should happen with the elderly 
person who is terminally ill, incompetent, alone, poor, and without 
any advanced directive? Who should decide and how in that in- 
stance? 

Dr. Viner, would you like to take a crack at it first? Or the Sena- 
tor? 

Senator Javits. I would think that in that case the courts would 
finally be the arbiter, and they could appoint a guardian on the ap- 
plication of a hospital or other medical institution to represent the 
person in question. And then an effort would be made to ascertain 
from that person's history what might have been that person's de- 
cision. In the absence of that, if there is no proof available, the 
court would have to determine whether the likelihood would have 
been that that person would decide that life was not worth endur- 
ing under the condition which the person faced. 

In short, I think that with the advice and factual testimony of 
whatever was available, even if it were the doctor alone, a court 
would have to decide the issue if presented. And that would repre- 
sent, subject to rights of appeal, finality. I do not see any other 
way. 

Ms. Mishkin, would you have any other view on this? 

Ms. MisHKir. I a^ree entirely with the Senator's response. I 
would add only that in making a decision, the court, I hope, would 
look at the burdens and the benefits of what is proposed for the 
patient, in view of the patient's current condition; and in looking 
at burdens, to look not only at the immediate pain engendered and 
the invasiveness of the procedure under consideration, but what 
that would do to the dignity of the individual. For example, would 
this patient have to have her hands tied 24 hours a day, as they 
sometimes do in nursing homes, to prevent removal of a NASOgas- 
tric tube or of intravenous feeding equipment? 

The Chairman. Dr. Viner? 

Dr. Viner. Well, of course, I agree with both of my colleagues 
here. But, hopefully, what we would like to see is that physicians, 
through education and, again, further societal evolution, come to 
the point where they are comfortable not to let some of these mon- 
strosity circumstances develop. 

Now, the two most important decisions about a respirator are, 
No. 1, whether to put the patient on it in the first place; and, No. 
2, whether to stop it. But if you do not put the person on in the 
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first place, when it is inappropriate, you do not get yourself into 
the kind of terrible problems that we sometimes have to face. So 
this puts a lot of responsibility on the physician when there is no 
family and so forth, but with society's support, we make these deci- 
sions when we have to because there really is not any other way. 

So, in summary, yes; if it comes to a need for a legal decision, 
that would be the way, obviously. But, most often, I think it will 
happen just quietly without a lot of fanfare. And the more that 
does occur in a way that is dignified, the more comfortable every- 
one will be with these kind of decisions. The more excitement and 
emotion, and whatever, that is stirred up by a case like Karen Ann 
Quinlan's, then the more the country gets all stirred up. 

And to a degree, though, it is a poor analogy because it sounds 
undignified, but we are making a mountain out of a molehill in so 
many cases in the sense that we act as though there is this deci- 
sion. There is no decision. Mother Nature, the Good Lord, however 
you look at it, has created a physical circumstance where there is 
no alternative. We only think there may be alternatives, so we 
make all this commotion over things that, unfortunately, there 
really is no decision to make, so often. 

The Chairman. Thank you, Doctor. 

I am sure there are many more questions that members of the 
committee would like to ask the panel, but we will be unable to do 
that because of the lack of time. If there are any pressing ques- 
tions, they will be submitted to you in writing, and we know that 
you will respond as soon as possible. 

Before adjourning *Ms hearing, I want to express my deep appre- 
ciation and my thar _ to our distinguished guests, Senator Javits, 
Barbara Mishkin, and Dr. Viner for their remarks and the com- 
ments that they made and shared with us today. 

This has been somewhat of a depressing hearing, but is a most 
necessary hearing that I believe has to be duplicated in every State 
in the Union. I think we have responsibility of going throughout 
the Nation and holding these hearings. This is not only good educa- 
tion for us, the Members of Congress, but it serves as good educa- 
tion, I believe, for the public in general. 

We would like to thank you for the work that you have done, 
Senator; Dr. Viner; and I sincerely hope that we can continue to 
work together in finalizing something that will be of benefit and be 
directed to this problem. 

I would like to also thank the president of the Close Up Founda- 
tion, Mr. Steven Janger. You know, he not only came himself, but 
he made possible a great deal of our audience. He brought with 
him approximately 100 senior citizens. And he also made it possible 
for us to be on television this morning. 

My thanks, also, to each and every one of the people who are 
here. Your interest is of great importance to this committee. We 
want to be closely associated with you and work with you in any- 
thing that pertains to any particular problem with regard to the 
senior citizen community of the United States. 

Thank you very much. And the meeting is now adjourned. 

[Whereupon, at 11:40 a.m., the hearing was adjourned.] 
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FOREWORD 



Today I am releasing this report to the House Select Committee on 
Aging ond the House of Representatives which describes the dilemma 
facing America's terminally ill persons and calls for federal and state 
action to better assist the terminally III. 

Taken together, this report and today's Committee hearing. "Dying 
With Dignity* Difficult Times, Difficult Choices," are a critical first step 
in moking the Congress and the public aware of the dilemma faced by 
terminally ill persons and their families. However, awareness of the 
dilemma is not enough. 

The second step, as outlined below, is to analyze the research and 
knowledge on the terminally III and to explore options for dealing with the 
issues surrounding the terminally ill an d their care. In this regard, the two 
upcoming onalyses by the Office of Technology Assessment, prepared at 
the request of the Committee on Aging and other House and Senate 
Committees, will be two very valuable tools. A preliminary view of these 
two analyses is provided in Section II of this report. 

With these analyses in hand, the third and most critical step will be 
for the federal and state governments, the medical and legal professions, 
and the terminally ill and their families to join together in developing those 
[>.»!i:ies which will give the terminally ill more control over medical 
treatment decisions. 
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DIM ILUL1 TlMtS, DIFFICULT CHOICES 



SECTION I. ISSUES SURROUNDING AMERICA'S TERMINALLY ILL AND 
THEIR MEDICAL TREATMENT. 



BACKGROUND ON MEDICAL TREATMENT FOR THE TERMINALLY ILL. 

Death is not a subject limited to the elderly. However, elderly 
persons in our society are in a uniquely vulnerable position because of 
factors such as advanced age, constrained financial resources and physical 
incapacity, to mention but a few. These factors, alone or in combination, 
can severely impair elderly persons 1 abilities to manage and care for 
themselves even when they desire and are physically able to do sa. Also, 
many elderly persons experience a period af prolonged chronic illness 
before dying, unlike an acute medical crisis or trauma situation more 
common in younger patient populations. 

Under these circumstances, terminally ill persons should maintain 
control over their own lives to the greatest extent possible. This includes 
the freedom to make their own medical treatment decisions. Yet, we want 
to know that the decisions they make are truly their own, and not the 
product of external forces. These forces might include financial pressure 
either on their families or their physicians and hospitals. 

The control over medical treatment decisions remains a controversial 
issue. Many people are most concerned about the terminally ill person's 
lack of a right to have medical treatment. Many other people are most 
concerned cbojt the terminally ill person's right to refuse medical 
treatment. Given this lack of agreement, these decisions are and should 
rennoin very personal decisions. Clearly, the terminally ill need to be 
protected — they need both the right to have medical treatment and the 
right to refuse medical treatment. * 

CONFLICTING PRESSURES. In our efforts to help terminally ill persons 
maintain decision-making control, we must keep in mind that improvements 
in medical technology have given us a much greater ability to sustain life 
than in the past. However, this same medical technology has created very 
difficult choices for dying persons, their families, their physicians and 
society as o whole. Tragically, the dying person is the one who is being 
trapped in the middle — trapped in a u Catch-22" situation. 



* Under current law, people do have the right to refuse medical 
treatment. However, current law does nat guarantee that people have the 
right to have medical treatment. 
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On the one side are the physicians with an Inherent desire to sustain 
life. Physicians face a dilemma as they fight to keep the dying person alive 
while also trying to respect a dying patient's decision to refuse medical 
treatment. On the other side are the national policy-makers who continue 
to cite the high cost of caring for the dying. Some policy-makers imply 
that the dying have a duty to die and make way for the living. 



ETHICAL CONSIDERATIONS. Under the stressful circumstances of 
terminal illness, a shift in decision-making power from terminally ill 
persons to other decision-makers tends to occur. The decision-making 
freedom of terminally ill persons may be subtly subsumed by others in 
carrying out what surrogate decision-makers perceive as their role. In 
some instances, this shift in decision-making occurs outright due to a court 
pronouncement of mental Incompetency and appointment of legal guardians 
for the terminally ill. 

The consequences of such infringements on decision-making power are 
drastic. Terminally ill persons may no longer have control over the most 
personal experience they have faced in their lives - their own death. To 
the extent possible, society may want to honor the desires of terminally ill 
persons who want or do not want a protracted existence on artificial life- 
support systems. However, we must also protect the terminally ill from a 
coerced, involuntary decision whether it is to have or to refuse medical 
treatment. 



COMPETENCY CONSIDERATIONS. The right to consent to or refuse 
treatment is a legal and ethical right of all mentally competent patients. 
This basic right continues to exist even when the patient subsequently 
becomes mentally incompetent. However, there is a legal distinction 
between the competent and incompetent patient insofar as their rights with 
respect to medical treatment. If a patient has been determined 
incompetent, someone else must make treatment decisions on behalf of the 
patient. 

Because of this legal distinction, the mental competency of 
terminally ill persons to make decisions about their medical care is a 
central issue in medical decnion-making. Determinations of incompetence 
deprive terminally persons of their freedom to exercise their right to 
consent to or refuse medical treatment. For the elderly patient who, for 
example, has been placed in a hospital or nursing home, is heavily 
medicated and is frightened by unfamiliar impersonal surroundings, the 
issue of competence is glaring. 
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Because of the potentially devastating consequences that 
determinations of incompetence have on the liberty of terminally ill 
persons, there is a need for a consistent and uniform approach in 
competency determinations. One legal standard receiving growing support 
is that of whether patients, including terminally Ml persons, understand and 
appreciate the nature and consequences of their decisions regarding 
medical core. There Is still much controversy, however, surrounding the 
following questions: 

1) Who is questioning the patient's competency and why? 

2) In what forum should competency determinations take place — 
the hospital or the court? 

3) Who should perform the competency determination? 

4) What should be the consequence of a determination of 



SURROGATE DECISION-MAKING CONSIDERATIONS. If terminally ill 
persons are determined to be mentally incompetent to make treatment 
decisions, the crucial questions become: 

1) How should surrogate decision-makers be designated? 

2) Who should be the surrogate decisionmakers (e.g., family 
member, friend, attorney)? 

3) What decisions may they make (i.e., what forms of medical 
treatment can the surrogate consent to or refuse on behalf of 
the patient)? 

Terminally ill persons who have no one to act on their behalf in 
making medical treatment decisions present a special problem. One 
response by the States has been to provide for public guardianships 
appointed by a court. 

Public guardianships have received some criticism due to the 
potential conflict of interest when public agencies have been appointed as 
guardians of wards, but are simultaneously providing services to the wards 
under restrictive cost constraints. For purposes of accountability, If public 
agencies are appointed as public guardians, the appointments should be 
carefully and narrowly circumscribed to the power to act only in the 
specific situations in which the wards are incapable of acting on their own. 



ADVANCED DIRECTIVE CONSIDERATIONS. More and more attention is 
focusing on increasing the terminally ill person's control over their final 
medical treatment decisions. There is a growing push to get the public to 
think ahead and make some type of advanced directive. These advanced 
directives may be a "living will" (more appropriately termed a "natural 
death declaration"), a durable power of attorney or some other form of 
advanced directive. 



incompetency? 
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The various legal devices that exist, such as the durable power of 
attorney and the "living will", may serve to enhance the ab Hi ty o? the 
CfW 1 ^ h °u Ve their desires carried ° ut in the event tha they are 
toSSSZijI beC 2T e ment °" y Incom P etent to make their ^wn 
h~n yZSJfV^S* Howeve i;' ? ince »° me of tnese mechanisms have not 
been tested In the courts, their application to the context of medica 
treatment decision-making remains questionable. 

States are wrestling with various approaches to enable people to make 
an advanced, directive. As of 1985, 35 States and the District of ColJmbia 
m« e "°° te d |e ?W atIon variously termed "natural death" acts or "livina 

W lV G l Ute !- m l* pr09reM is beIna made ^ the States, there Is stIN 
much to be done. As one example, the lack of uniformity and reciprocity 
among states with similar "advanced directives" statutes leaves in doubt 
1% \ U P ^ettpctiveness of an advanced directive executed in a 
State different from that in which terminally ill persons are hospitalized. 

While executing an advanced directive is certainly to be encouraqed 
there is some question as to how many people will actually execute an 
advanced directive. Even today many people do not plan ahead and die 
without any type of ordinary will. In the case of persons who have always 
been incapacitated, there is no opportunity to make an advanced 
directive. In the case of the poor, the cost of executing an advanced 
directive is one more expense they probably cannot afford. 



OTA STUDIES ON DEMENTIA AND LIFE-SUSTAINING TECHNOLOGIES. 

„f J?JFl?*?? ° f - th ? H °V S . e SeleCt Committee on Aging's examination 
of the plight of America's critically and terminally ill persons, we saw the 
tEL nrS"* f th - ass «?™nt. The Committee, along with several other 

Asses«m»nt ?OT\M ^TT'VT' the Office of Technology 

Assessment (OTA) conduct two major studies. The first study is on 
dementia. The second is on life sustaining technologies. A preliminary 
view on these two studies is provided in Section II of this report. 

The first OTA study is entitled "Disorders Causing Dementia." This 
will cover a range of issues from research on the causes of dementia to the 
legal, financing, social and ethical implications for the victims, their 

S'i! S A? n K ° S a J ^ h , < ? le -. Since certain forms of dementia, most 

notably Alzheimer's, are debilitating and terminal, this study will play an 
important role in examining the issues surrounding dying with dignity. 
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OTA is also engaged in a second study which is entitled "Life- 
Sustaining Technologies and the Elderly." This second study focuses on 
developments in life-sustaining technologies. The study also examines the 
legal, financing, social and ethical implications of these technologies for 
the elderly and the non-elderly. As medical science continues to advance 
its ability to sustain life, new questions will arise as to how to use these 
technologies, how to pay for them, what their impact is on the quality of 
life, and what are the rights of the terminally ill to refuse or require their 
use. 

The Committee looks forward to learning from these two OTA 
studies. However, we also recognize that they will not be available for 
another year. In the interim period, we must continue our efforts to better 
assist the terminally ill. 



CALL FOR ACTION ON BEHALF OF THE TERMINALLY ILL. 

As described above, America's terminally ill are trapped in a tragic 
"Catch-22. M While some policymakers pressure the terminally ill to make 
way for the living, physicians and other health care providers fight to keep 
the terminally ill alive. All parties need to accept that the terminally ill 
should have both the right to have and the right to refuse medical 
treatment. The terminally ill should be free to exercise both these rights 
without undue pressure. 

Though we have much to learn about how best to relieve the 
pressures, enough is known so that we can better help the terminally ill. 
Based on an initial review of the problem and of the available solutions, I 
am recommending the following actions: 

Societal pressure to contain health care costs should not be applied to 
the terminally ill. They already face incredibly difficult decisions 
with respect to refusing or requiring medical treatment. The victims, 
in this case the terminally ill, should not have to carry the extra 
burden of society's desire to contain health care costs. 

Catastrophic out-of-pocket health cost burdens for the terminally ill 
should be limited so that they do not create undue financial pressure 
on the terminally ill or bankrupt the family. Currently, the out-of- 
pocket cost burden on the terminally ill and their families can be 
astronomical and can result in decisions to refuse medical treatment 
that are not in the best interests of the terminally ill person. 
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All States should hove available legal mechanisms to enable people to 
moke aavanced directives with respect to having or refusing medical 
treatment. In addition to enoctlng the basic legislation, the States 
need to address the Issues of the lock of uniformity and reciprocity 
currently existing across States and affordability and accessibility for 
the poor and near poor. 

In determining the competency of patients, including terminally III 
persons, to consent to or refuse medical treatment, their rights should 
be carefully protected. Much hinges on the determination of a 
terminally ill person's competency or Incompetency. Since decision- 
making power, especially In the absence af on advanced directive, for 
a terminally ill person may be lost quickly and the consequence may 
be irrevocable, It Is critical that competency determinations be 
carried out In a manner which serves the best interests of the 
terminally ill person. 

^ J . tno<e term inally ill persons who are not competent to moke 
medical treatment declsons, the courts should provide continued 
oversight of the designated surrogate decisiorwnaker. In making 
decisions on behalf of a terminally ill person, many competing 
financial, ethical and societal interests may try to influence 
treatment decisions. As a result, the courts need to closely monitor 
the actions of court appointed surrogate decision-makers. 

Physicians, nurses end hospitals should be sensitive not only to 
terminally ill persons 1 request to have life-sustaining medical 
Intervention but also to their request to refuse medical treatment. 
No one wants health care providers to reduce their commitment to 
care for and sustain life In their patients. However, there is a need to 
balance that commitment with the commitment to provide the 
medical treatment that is best for the patient, as defined by the 
terminally ill person or their designee. 

A "bill of rights" for patients, Ur ging terminally ill persons, should 
be affirmed legislatively; a nationwide public education program 
should be developed by federal anH state governments to educate the 
public as to what are their rights with respect to medical decision- 
making. Though many rights of t' -minally ill persons may be clearly 
understood by lawyers and physicians, this is far from the case for the 
terminally ill and their families. There Is a great need to make the 
public more aware of what are the rights of terminally ill persons and 
* what are the options for exercising ose rights. 

Now Is the time for federal and state governments to relieve the 
cost-related pressures on terminally ill persons and to give them the legal 
vehicles which will give them adequate con' -oi over their final days. Now 
is the time for physicians and other I .,h care providers to be more 
sensitive to and suppor ve of the final v of America's terminally ill. 
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IU«^,^ R0UND,NG TNE IMPACT OF LIFE-SU 
lSS?L * ^^^^ W ^DICAL TREATMENT! 



MRS* A 

Mrs. A is an 82 year-old woman who has been In a 
hospital intensive care unit for 4 weeks following o stroke. A 
ventilator Is being used to maintain her breathing. 
Intravenous nutritional support and hydration are being 
provided since she cannot eat or drink while on the 
ventilator. Mrs. A cannot speak because of the ventilator and 
cannot write due to paralysis caused by the stroke. The 
hospital stof f and her family have noticed that she is much 
more olert and responsive now than she was immediately 
following the stroke. They believe she usually understands 
what is said to her and that she is aware of her physical 
condition. 

Mrs. A's doctor believes that her condition has 
stabilized and that she will probably need the ventilator for 
the rest of her life. The doctor has discussed this with Mrs. 
A f s only daughter, and the daughter and several other 
relatives have talked to the hospital social worker about 
finding a nursing home that will take Mrs. A. Mrs. A ! s sister, 
whom she has lived with for many years, refuses to take part 
in the family discussions. She says that Mrs. A told her many 
times that she did not want to be kept alive "on mochines 1 '. 
The sister and a nurse on the evening shift say that they 
asked Mrs. A if she wanted the ventilator removed even 
though it meont she would die. She nodded yes. Because Mrs. 
A has no written document to support her wishes, the hospital 
administration will not ollow the discontinuance of the 
ventilator or the intravenous nutritional support. 

Mrs. A, however, cannot remain in the intensive care 
unit because the bed is needed for a more critically ill 
patient. She can be tempororily transferred to a regulor 
medical unit, but the cost of her treatment has already 
exceeded what Medicare will poy the hospital for treatment 
of her condition, and the hospital administration is urging the 
doctor to make plans for discharge. The hospitol sociol 
worker has contacted several nursing names but has been 
unoble to locate one nursing home that is willing to take a 
ventilator-dependent potient. 
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Each day in the United States, growing numbers of elderly patients, 
their families, and health care providers are confronted with dilemmas 
concerning life and death decisions. At the request of the House Select 
Committee on Aging and the Senate Special Committee on Aging, the 
Office of Technology Assessment (OTA) is undertaking a study of "Life- 
Sustaining Technologies and the Elderly." * The requests for the 
assessment reflect growing public concern about increasingly complex 
situations and decision-making dilemmas exemplified by the case of Mr?. A 
and her family. The exact wishes of the patient are difficult to discern 
since no written advance directive or other type of legal Instrument is 
available. Yet even with such a document, precise descriptions of the 
specific circumstances and conditions are required to be certain that a 
patient's desires to not receive aggressive life-support treatments are 
clearly understood. Given any doubt about a patient's wishes, health care 
decision-makers are most likely to choose aggressive treatment. At the 
same time, the ability to predict the outcome of such treatment is more 
difficult in critically ill elderly patients, who are likely to have multiple 
conditions that make recovery more questionable. 



IMPLICATIONS OF IMPROVEMENTS IN LIFE-SUSTAINING 
TECHNOLOGIES. These dilemmas are expected to grow in number and 
complexity. Recent technological advances in the treatment of chronic 
diseases and acute illnesses, combined with greater access to such care, 
make it possible to keep alive growing numbers of persons who would not 
have survived in decades past. These advances, however, are accompanied 
by complex legal, ethical, and financial issues concerning the definition of 
death, patient's rights, surrogate decision-making, quality of life of the 
critically ill, appropriate use of life-sustaining technologies, and the 
influence of economic considerations on the provision of expensive and 
extensive health care treatments* Indeed, some studies indicate that 
almost 30 percent of Medicare outlays are made for care of older 
Americans within their last year of life. Other research, however, has 
shown that about one-half of all elderly Medicare beneficiaries with high- 
cost reimbursements survive and are discharged from the hospital. As 
these life-sustaining technologies become more available and increasingly 
feasible for use at home, questions of financial burden and the ability of 
individuals and society to pay for long-term health care arise. 



* The full report on "Life-Sustaining Technologies and the Elderly" will be 
completed in May, 1986 and published, in Summer 1986* For additional 
information, contact Robert A. Harootyan, Project Director (202/226- 



2090). 
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♦k v • T !l? °J A O" 8 "/""* examines these technological advances and 
£mml»i Mt T , r 0r thC he ° lth ° f 0lder A ™i«™. The requesting 
riSTt?- !S -°- Con ^ ess pressed concern about protecting patients' 

off ^ .Sli'T^S' 1 ? re9 ° rd " 9 - he USC ° f "Staining technologies 
and the extent to which aggressive intervention should be given. At the 
same time, the committees expressed concern about the Federal 
Governments role in ensuring equal access to life-sustaining technologies 
in the face of growing economic pressures to reduce the public costJ of 

fu e ninm C °nt e ^ "* P"!!™' T* Medicoid P r °9""r>s. On the one hand, a 
fundamental concern is the need to ensure that quality of life and quality 

efforts On ^^/k 0 ^" 0 * * '«deral containment 

efforts. On the other hand, congressional concerns Include the need to 
preserve the autonomy of elderly Patients and to assure their rights to 

n«H° Se AK^ °m , t0 rL h0t exte - nt ' fM «»taining technologies should be 
J' *jSZ M e J x >* h ? <=°mmittees want to be sure that federal health 
SwiKSL^ ™'"* u "«n«»t systems do not discriminate against 
t l r Y J h 1 * thr ^ 9h 1°"?? th0t UW °6^«ed criteria to limit acces 
Ui[ fT enl f0 /^ e0 'L h care " vicei - c ""ently, 37 percent of all 
costs for health care of the elderly are paid out-of-pocket. Any increase in 
such direct costs to the elderly could influence tht wnlingness oTso^e 0 
seek assistance or to desire continued aggressive intervention. 

^ U ^a RELATED T0 JtE LIFE-SUSTAINING TECHNOLOGIES. 

ine OTA assessment focuses on five technologies and procedures that are 
most relevant to the concerns expressed by the requesting Committees. 
Each technology reflects different aspects of the issues SS 
appropriate use of life-sustaining technologies in the elderly. Renal 
£iri£2i « requ, T red treatment for persons suffering from chronic renal 
(kidney) failure. These patients would die without periodic (usually every 
other day) dialysis treatments that are provided in hospitals, outpatient 
ST^W ~ for SOme P a t ien _ ts ~ at home. Dialysis is fully reimbursed by 

he Medicare program, which has witnessed a dramatic increase over the 
last decode in the number of patients receiving such care. Studies indicate 
that elderly patients derive considerable benefit from the treatments 
significantly improving both the number and quality of years added to thek 
lives. Some indications exist, however, that difficult decisions are made on 

SET tk ° r W th ^,' d di0lysis for some *P« °f elderly 

patients. The OTA assessment will attempt to discern the factors that lead 
to such decisions. 
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Another technology is prolonged mechanical ventilation, a procedure 
required for patients who are unoble to breath independently. Ventilator- 
dependent patients may require continuous support, or assistance for only 
part of a day, depending upon the illness. In the case of Mrs. A, continuous 
ventilation was required because the stroke greatly diminished her ability 
to breath. The mobility of most ventilator-dependent patients is greatly 
limited, although new technologies now permit some patients to use 
wheelchairs along with portable ventilator units. A high degree of 
supportive care Is required for ventilator patients, whose respiration must 
be monitored and airways continually checked and cleaned. 

An additional life-support technology for Mrs. A is nutritional 
support through intravenous delivery of liquid nutrients. Mrs. A's stroke 
and consequent ventilation mean she cannot swallow foods or liquids. Her 
only source of sustenance is by intravenous feeding* Although this 
technology is portable and can be used in nan-hospital settings, most 
nursing homes avoid admitting such patients. Nutritional support therapy 
requires expertise and added staff time to administer and monitor, thereby 
increasing personnel, and other costs. In addition, very few nursing homes 
have the staff or the willingness to care for ventilator -dependent 
patients. As noted in the case of Mrs. A, few places exist outside the 
hospital where she can receive the lev of care required. 

The fourth technology being investigated by OTA is resuscitation. 
More than the previously mentioned forms of life-support, resuscitation 
involves specific decisions about treatment and how aggressive such 
treatment should be. Decisions to resuscitate are often guided by the 
severity of the illnesses the elderly patient has, as well as a clear 
understanding of the patient's wishes regarding resuscitation. The 
diminished physiological reserve" of many critically and terminally ill 
elderly patients creates additional dilemmas in deciding whether or not to 
resuscitate. A successful resuscitation in such patients can also result in 
broken ribs, punctured lungs, or other complicating problems. These 
dilemmas confront health care providers on a daily basis. 

The fifth technology being studied is the use of antibiotics in the 
elderly, especially those who are critically or terminally ill. Such 
individuals are particularly susceptible to infection, yet antibiotic therapy 
is often successful. Pneumonia was in earlier periods called "the old man's 
friend" because of the quiet death it brought. Today, many forms of 
pneumonia that were once life-threatening to the elderly can be effectively 
treated with aggressive antibiotic therapy. Decfsions to use antibiotics to 
treat infections are, however, often made in light of the other conditions 
from which an elderly patient suffers. Again, patients, families, and health 
care providers are Increasingly faced with life and death decisions that 
must weigh the degree of pain and suffering from competing illnesses that 
confront the elderly patient. 
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CONCLUSION. The OTA assessment of "Life-Sustaining Technologies and 
the Elderly" is reviewing these technologies and providing information on 
the legal, ethical, and training Issues that have accompanied the 
availability of these increasingly sophisticated interventions. The 
assessment investigates the Influence that the patient's age, mental status, 
physical condition, attitudes, and concerns about quality of life have on the 
decision-making process. It also reviews the influence that cost- 
containment efforts might have on access of the elderly to health care in 
general and to life-sustaining technologies in particular. Finally, the OTA 
assessment projects what the "next generation" of life-sustaining 
technologies may be and the implications they will have for an increasingly 
aged population In the United States. 



Mr. A is a 70-year old man who has developed 
pneumonia while living in a nursing home. The physicians, 
nursing home administrators, nurses, and aides are now 
considering whether to transfer him to a local hospital for 
treatment. His wife died several years ago. His daughter, 
who visits him c ce a month, is not sure whether he should be 
treated. His son, who resides in an adjacent state, does not 
want him treated. 

Mr. A has been in the nursing home for two years 
because he suffers from Alzheimer's disease. He lived with, 
and was cared for, by his daughter in a town 20 miles away 
until he began wandering out of the house and getting lost at 
night. Mr. A's nursing home care was initially paid for out of 
his savings, until his assets were depleted after nine months. 
He was then admitted into the Medicaid program in his state, 
which now poys for his care. 



This fictional case illustrates many of the dilemmas that arise in the 
care of patients suffering from dementing disorders. What is death with 
dignity for a patient like Mr. A? Who should decide whether to transfer 
Mr. A to the hospital? Should he receive antibiotic therapy? Should his 
diminished ability to think, comprehend, ond communicate clearly be 
considered in the decision to treat him? Are there programmatic or 
financial barriers thot influence care decisions? 



MR. A. 
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More than 750,000 patients like Mr. A, suffering from disorders 
causing dementia, currently reside In nursing homes in the United States. 
Issues surrounding such patients are difficult and complex to resolve, but 
are receiving increased public attention. The legal, medical, social, and 
financial aspects of public policy relating to such patients are addressed in 
the ongoing OTA assessment of "Disorders Causing Dementia." * 



LEGAL ISSUES. Who should make the decision about whether to treat Mr. 
A? The courts and caregivers must attempt to determine what the patient 
would have wanted in this situation. This determination, however, is 
fraught with ambiguities, conflicts of interest, and legal uncertainties. If, 
for example, the son or daughter had been declared the legal guardian or 
conservator, then this would give an indication of who might be consulted 
first. However, the court appointment of a conservator or guardian may 
not reflect Mr. A's preference. In addition, it is not clear that guardianship 
carries with it the undisputed right to make critical medical decisions on 
behalf of the patient. 

If Mr. A had an advance directive, such as a "living will" or durable 
power of attorney, that might also yield clues as to his desires. However, 
advance directives have varying degrees of legal standing, and may or may 
not cover a patient's particular situation (e.g., whether to treat with 
antibiotics). 



MEDICAL CONSIDERATIONS. In addition to the legal ambiguities, there 
is also tremendous medical uncertainty. A physician cannot predict 
whether Mr. A will live for a month, a year, or a decade if he is treated. 
He can predict that his Alzheimer's disease will progress but cannot 
determine the rapidity of deterioration with any accuracy. Furthermore, 
no health professional can determine Mr. A's assessment of his own quality 
of life. 

Uncertainty also surrounds the antibiotic treatment itself. Optimal 
medical treatment would include admission to the hospital, multiple 
laboratory tests, evaluation of other medical problems, and treatment with 
one or more antibiotics that might or might not cure the pneumonia. Each 
step in this process has its own sources of error and risk, which add up to 
medical uncertainty about whether to treat the patient. 



* The OTA project will be completed in July, 1986. The staff contcct at 
OTA is Robert Cook-Deegan, M.D. (202/226-2034). The project addresses 
many issues in addition to those noted in this background document, 
including federal policies on biomedical research and provision of long-term 
care for patients with dementia. 
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u a . L veS the nursIna home for the hospital, he may lose his 

bed at the nursing home. Difficulty in placing him back in a nursing home 
from the hospital may make the hospital reluctant to admit him. At least 
three factors would make Mr. A a relatively unattractive candidate for 
admission back into a nursing home. First, he is covered by Medicaid which 
pays less than most' private pay patients. Second, he suffers from 
dementia, and many nursing home personnel consider the care of such 
patients difficult. Third, the mental symptoms due to his Alzheimer's 
disease could lead to his classification as a 'mental' patient. If more than 
half the residents of a nursing home are 'mental patients, 1 then the home 
uSti u wt'fication fa Medjcaid payment. While recent changes in 
Medicaid regulations specifically state that Alzheimer disease and related 
disorders are not 'mental' disorders, misclassification of patients based on 
their symptoms can still occur, and implementation of the new regulations 
is incomplete. * 



FINANCIAL FACTORS. Mr. A's nursing home care is now paid for by both 
the State and Federal Governments through the Medicaid program. Federal 
outlays for nursing homes were $12 billion in 1983, of which an estimated 
50 percent were for patients with dementing conditions. States paid a 
roughly equal amount. K 

If Mr. A were admitted to the hospital, his medicol care there would 
likely be borne by a combination of Medicaid and Medicare. Under 
Medicare, the hospital would receive a fixed payment to treat Mr. A's 
pneumonia (the amount would be determined by the diagnosis of 
pneumonia). This means that the hospital gets the same amount regardless 
of the number of tests administered and whether or not he is effectively 
treated. Under Medicaid, how the hospital was paid would depend on his 
state of residence. In some States, the hospital would be paid for individual 
procedures and treatments; in others it would receive prospective payment, 
either according to diagnosis (like that under Medicare) or through fixed 
monthly or annua! payments for eoch patient. If Mr. A were covered under 
Medicare, the Medicaid payments would pick up most costs not covered 
under Medicare. 

The rapid increase in costs of health care have lead to a growing 
focus on cost containment. Both the Federal and State Governments are 
searching for ways to limit escalating budget outlays for health care. Will 
such concern for budget austerity lead to constraints on whether patients 
like Mr. A are treated? Such constraints could be due to limited payments 
5k c ^2 a,n d ' aanoses or Procedures, or could follow from financial 
difficulties and consequent changes in hospital policies over the long run. 
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Far patients like Mr. A, there are several passible problems with 
prospective payment systems like that naw in the Medicare program. First, 
a hospital may have disincentives to admitting him if he is deemed likely ta 
develop complications or require extensive evaluation af secondary medical 
problems. The disinclination to odmit him derives from the fixed nature of 
the payment for his primary diagnosis of pneumonia, which wauld not pay 
for such complications or extra tests except by resort ta a special 
mechanism that requires documentation and extra paperwork. Second, Mr. 
A may not be admitted If he is deemed likely to be difficult ta discharge, 
either to a nursing home or elsewhere. 



PERSONAL AND SOCIAL VALUES. All decisions about medical care are 
made in the context af predominant social and personal values. These 
values can be expressed by the patient (in Mr. A's case through knowing his 
past views), his family, physicians, nurses, aides, social workers, and 
administrators. 

Social values vary fram 'treatment at all casts for all patients' ta 
concern that public funds not be spent to unnecessarily prolong the dying 
process for those who are hopelessly ill and are perceived to have a low 
quality of life. These values are Incorporated into Government health care 
programs. The problems In admission to hospitals and nursing names faced 
by patients with dementia listed above, for example, are due to decisions 
mode and Included In public health care programs. The institutional 
practices af nursing homes, hospitals, and other health care Institutions 
also reflect social values. 

Eoch individual brings his ar her awn biases and professional 
perspective ta decisions about treatment. Physicians may have one 
opinion, family members another, and aides involved in doily care yet 
another. 

CONCLUSION. Decisions about medical treatment, acute health care, and 
long-term care are complex and involve many social values, distinct and 
often conflicting personal views of those involved, and are made in on 
environment Increasingly focused on costs. Such decisions are difficult for 
those who are aware of their own plight, and even more complicated for 
those affected by a dementing disorder. 
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UNIFORM LAW COMMISSIONERS 9 
MODEL HEALTH-CARE CONSENT ACT 

Hfittrktt Note 



> Model HlthM^i Coueenl Act IUU Leme In t»tl. The eon 
iporovcd by the National Oonfor- of the mW Uit jprefa lonrwu 
of ConunUalcewre on Uniform mnta art oat forth In thtt ti 



The complete uxi 
u ond com- 
euppiemcnt. 

Commletiaaer'e Prefatory Nolo 
•Uvery kmi hetog of adult yeare cad eoead mind 1mm a right to determine 
what shall he done villi Mo own body, ond ■ onrffton who perform* on opera- 
tion without Mo perJeat'o eonotnt cnmwlte aa assault for whir* ha lo Ha Wo la 
toaloaT W^rff v. Society of Naw York Hoopltobv*ll N.T. 125, 100 
NAtt at N (1114). 

That efteu footed •uut»oat-tf Judge Oardoao hath atatee tha premleee aader- 
bhf thhi Act and eoggeete hy emission tho subject matter of tha Act What If 
tha hamaa hetog !■ not of eduK yoara aad of oawnd sated or to otherwise uaable 
to coMoatf Aesumlag conaant hi nonathalaca roaalred. who can giro an effec- 
tive caoaootf Thoaa fuccltouo plague koepUel 'edmlaletratora, physldsno ond 
sargeoaa dally. Thay ara sWo of grave Importaaco to patlcata, thalr fsmlHee and 
frioade. Berne carUtoty In thla nraa of tha lew hi aooded for all tha nartldnaau 
hi tha health earn ayatam, conraiaora aa we'J aa provldcre. 

Seope of lha Aa! 

Thla Act hi prooadural to aatnra aad la naraoaefalty aorrow In acapa. Ita pri- 
mary aim la ta provide) aathorlaattoa to coueeat to hoatth care. It doaa naf ad- 
draaa tha tahaUnllfO loauco of conaant j for Instance, what cooatltntaa lafonnad 
ceaeeat, whathar informed coaaeat hi required or aader what drcuetstancee one 
haa a right to refnaa treetmeoU 
Many of tha oobotaatire napacta of coaaant Involve conflicting oodal end ethical 
~~ We reapanaa to many coaaant leaoee la haltlag and uacertata. It 



le reflective of the emMvaleaca to society. For tosteawtho right to refnaa 
treatment retoee *ucot$oac aboat which there hi so dear conaenane to Americas 
law. Tha ajaay ethical end morel dllemmaa p reseated la thoaa caaea deaHag with 
the right to refnaa paychotroplc draaa or the right ta refnaa aeceeaary medical 
cara aaggaat that farther eBperimentetlen le to order ta propose a model eolation 
far theeo uacsttoue woald etlfle creativity end la neither practicable nor desirable. 

The •who** eesetiout of caaaent (who la authorised to conasnt far himself or 
tor eaothofr do not, to the routine casss, preooat serious, aarcaatved moral Is- 
sues. Tot, et beat, tha low. on theeo ouoollous le far from clear and haa beta de- 
scribed aa "eapliamrd*.* 

Thle Act hi drafted ta provide aaetetaaca to the caaea that occur dally aad rou- 
tinely to medical practice. It le not daeitaad to provide anawara far tha aitraor- 
diaary caaea, each aa terminal lllneea, orgaa douattoo, aad the traatatcat af ai to- 
tal iltosse. Theae aitraordtoary caste preaaat aeparata aad discrate problems to* 
volvlag aet only laaaea of competency btft of tha eothority of a eubatltute ded- 
aioa-uttktr aa wall. Ta force e stogie sotutloa to thoaa assay probleme would he 

i While numsrous atatee adopted mfocmed-oonseot legislation within tha toot 
docsdo. othere docllnod to do ao. There Is no reason to Mllevo that theeo suits 
with taformcd -content legielatlon era dlssatlsflsd with their efforto nor it there 
ronton to believe that uniform legislation on this eubject would he enacted by 
thoto sutos that decided not to adopt Informed-content leeitletkm Hi tht iSYOt. 
BtelcaUr. Infor m e d -eonotnt legislation le an Idea whose time haa co m e , ond gone. 
In addition and by wry of Illustration of Ita narrow ecopo. thla Act It not con- 
ctrnod with: whether, how and under what clrcumstancot lltbllltr will be Im- 
pottd on a health cara provider for falling to obtain content: whither and to 
what extent content rt^alrtmtntt ara relaxed in entervtnclss: whether .content 
mutt be expreot or lro>IUd; the evidentiary problemt that erite In proving thnt 
concent waa In fact retained: or how much and what kind of Information mutt 
be provided to the patient to satisfy the ttandtrdt of Informed content ' 

eiOndreajan, The Oourto aa a furum for Life and Death Decisions: Rtflectlont 
on Procodurea for BubtUtute Content. 11 Suffolk URev, SIS. Sit OITf). FUr a 
parUeultrly enlightening dltcuttlon of many of the problemt of "eubell lute con - 
tent** tte A. Mattel. The ^ccptlone** to the Informed Content Doctrine: «trtk- 
tng a Balance Between Competing Vtluet In Medical Decltlon-mablna. 1171 Wla.U 
Itov. 411. 4TS-4M (hereinafter Mslssl). 
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HEALTH-CARS CONSENT ACT 

M J^-.LKSf ftt ! Ua !i flt a . edotlou to tho problem of the 

administration of antipsychotic medication to a nonlMtltutlonaUatd Incompetent 

^^LeTSa 11 co ?? ,,li f t ^l 11 ' tBB ?»■ would bo com plot 017 un- 

workable If tha problem to bo solved la how to render treatment to a child with a 
hrehea arm while tie parents are on an attended trip. 

While thle Act does not. Indeed cennott ooWe aU the myriad aad complex leeoee 
or coaeeat. It can eervo a very useful fnnctlon. In aa affort to replace the mur- 
i*21*f7*2J!*i tU ft 1 * Mtietatlon and to provide prifencc for thooe 
B Ifi2? f^F wUh ih \ proW#m of *** nodical dedeloae are to he made far an 
Individual who eaaaot do 00 for himself, thle Act emhracee five gcacrol concepta. 

**r$i, tho Act daclguataa the Indlvlduala who maj eoneeat to health care for 
thsmsclvee. (Section 2.) Section 2 reetetee the common law thai udulu !\eay 
coneent far thameelveo nnleee Incapable of constating. At common low, minora 
V I*iJP mli & to mka bealth-enro related dectelona and the atate ontmeted 
that decision raking power to parents. However, over tho yearo there have da- 
veloped oevoraJ wen-defined aiceptlona to a minora disability, flection 2 meorpe- 
HI!?* ^°!?. >M ! r ! wM ! ,jr ? co ff ,a *l , f e ^ tj4 * t - «■ hddlUon to tba ganeraJ oxosp- 
* Ut " of B,,BOrtl ' Permit minore to coneent to all forma of 
health cere, many otateo have carved out more limited axceprioaa that authorise 
minora to eoneeat to particular forma of health care without parental coneent, 
for laeteaco, treatment for drag or eleohel abuee. flection 2 preserves axtotiag 
atata low en these matter*. 

Aonono; the Act provides a tris^ riaa; -iC hnnlam to determine when an Individ, 
ual 4a Incapableof ennsenring. (flection b\> Thle decision to mode by the 
Imalth-care provider end the etenderd for determining that one to mcapabfc of 
" wbetber the Individual la cnpable of mabiaf a decision regarding the 
proposed health care. It la Importeet to note that the effect of e determination 
of Ineapedt/ to not to bypass eoneeat hut to ahlft the health care doctoton nmk- 
Int to a third party. 



rkkd, tho Act provides a achomo for determlnetton of n proxy decision-maker 
to net for one Incapable of consenting, (flection 4) At common law, parents 
were antmated with making health care decisions for their children, Tho otalc'a 
pow i r . to t , cart J or bttompeteot adult waa traditionally aierctoed through 
guardtonahlp. That much to dear In oxbirag tow. However, unless the peroon 
* . 0 .Lif BU I h **** " aB iBfaBt or kM been accorded protection through e 
formal edjudicatton of Incompetency, the common tow affords no dearly ectau* 
hoiied authorisation for one family member to act for another. Courta and trea- 
tise writero have Indicated that authorisation from a epoueo ur other does family 
member to nsrmlssibls.t While that accorda with custom, actual adjudicated an - 
thority to that affect to sparse, flection 4 provides both an authorisation and 
system of priori! ice for prosy dsctoton-meker*. 

Fourth, the Act permits famUy members euthorieed to coneent for another by 
flection 4 to delegate their authority to make health-care dectolona. (flection 6) 
The authoriaatioo la Intended to permit relatlveo to delegate thdr decisional pow- 
€y Brt Mpareted from other family members. Par Instance, while 
children are away at aummer camp tba power of a parent to delegate dtrirFirnal 
authority to a camp director would be extremely useful. 

Fifth, the Act authorises an Individual to appoint another to eerve aa a health- 
care representative and to make health-care dectotone on hie behalf, (flection 61 
A concern for personal autonomy umlerllee thle provision, flection 6 to designed 
to provide en altera at We to the eyetem of third-party eoneeat outlined In flection 
4. fleet too 0 permit* an Individual to make hie own designetion If he 00 choooee. 
While the provision la periiape novel to tho field of health care, tha power to 
make ouch n dedgnatlon oxteto in jurisdictions that have atatutae elmllar to tho 
Uaiform Durable Power of Attorney Act. 

One BUthorised to make bealth-caro decisions for another to In every important 
eenee of thnt word n fiduciary. A proxy decision-maker must uss good faith and 
net In the beet tntereet of the Indlvldunl for whom derisions are made. Thooe 
BUthorised to act under flection 4 are empowered to act alther because of a legal- 
ly Impoeed reletlonoblp (in the case of a guardian) or because of a family rale- 
tisnshlp. A health-care representative authorised under flection 6 to empowered 

• Baa hfetool. eupra note I. 
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§ 1 HEALTH-CARE CONSENT ACT 

bete ate ■ pattoat eea dcolgaotod Mm te mil trtatmrat deetetoM; autonomy It 
IN baefa f ar the eppeletmMt 

Till but totorctt etaedord iraru both ■ Sertloa 4 proiy aad ■ BectJoa 0 
health cere repreeratatlre. la the mm of ■ Bocttoa 4 proxy. Ml letarMt mcer- 
poratoe ■■ objective gOMrel otaedard, whorMo th« Section 6 hMllh-Mrt repre- 
MatatJva mmt ilwaetli leoordnct with tM pnrpOMo of tha individual M atat- 
od to. tin appetatmMt BMt totoreet M ■■ orelriu otaedard geroraed ay iUU 
tow. la tin mm of fleet toe 4 proiy, Mot latamet MgelrM that the dectoJoa 
Mkir Mt NueuUf. la mm! mmo tM Section 4 doctotoe-maeer will be a ram- 
lljr member. Hto powar mm Mi artoa froai the pattoat tartar p l aced aim to a 
eocJttoe of traat out froai ato ratottoaatilp to taa pattoat Hto powar thM turns 
oa the coramualty'o parMptloa at what eethority a ratottoa oofht to hare. That 
to generally doflaed la tama af aa abjective Mot latarMt teat. However, tha 
Bocttoa 0 hMhh-Mra repreoMtattvo acta becaeM ha haa beee decigMted ta Mrve 
ay tha pattoat Aatoeemy to tha baeto far that appotatairat aad tha taalth-Mra 
repreoMtatlve'e ebtlgattoe Ma ha determined from tha eraatar af tha powar, l.e^ 
from tha epedfto toetrecttoeo to tha docaaieat appelating him. Whta tha pattoat 
taa eipreoood ato deeire, that to tha etroageet evidence af hto boat lataraat 

Thara art Impartaat Hmltattoaa M tha Mhatltata etoetotoa*mahar'e powar eon- 
tamed to tha Act Om af tha mMt ImporUat MmltaUoM Mactnu tha tree taunt 
af mMtal Utoeee, Tha Act mm aot dtoptocc aitotlag law aa tha eaaatat related 
taaattoM af mMtal-health trMtmMt Om Importaat toaaa that haa mm taa 
Mhject af raMat Httgattoa cotetna tha right ta raraM paychatrapto draga la tha 
ttMtmMt af Myceoeto. lama Hunted mmo reentre prior jeJieiel approval Car 
tha admtalatrattoa af thMt draaa ta aoeceaeMtfeg, ooeJutitettoeaftsed. toeornn** 
toet eerooee. Bm la the Natter af OMiwtoeeMp af Rm III, — eJnae. — , 421 
N.EJd 40 (ItHI). Maay dtfflroh aMattoM ramala eueewered; far toataaM 
whathar ahMat aa omorgoac y , a atota Ma forcibly madtoata aa laveteatarlly taati* 
tattoMhaad panma wlttaat a prior Jadtetol datarmlMttoa af tocapedty. 8m 
Mltto v. Regcre, — VM. — , 108 ROt 3442 (1968). Thto to aca of thoM aruo 
la which thara to — atoar mmmom aad Bocttoa 11 of tha Act prMarvM that 
aagatog debate. Itoettoe 11 dot* Mt aathortoo aay ladlridMl ta MMaat ta an- 
tal-taalth trMtmMt Mtow la compUaaM with atato law. 

UNIFORM LAW COMhtlUlOMKftr 
MODEL HKALTH-CAMK CONSENT ACT 

•aa. 

8. DaMuallfloatton af Authertaod In- 
dividuate. 

t. Umltattona of UaoiHty. 

It. Avellebinty af Madloal fn f otaaa 

tton* 

II. Effect on filleting IUU Law. 
IB. eaverebittty. 

IS. Uniformity ef Appltoetton and Coa- 
ot motion. 

tt fthort Title. 
II. Repeat. 

10. Ttmo of Taking Bffeet 

Lav Review CammaatarlM 

Ualferm aad Modal Acta la 10HO 
(parti). Maarka H. Marrttt 02Oal. 
BJ.077 daftl). 

I I. DoflaltlaM 
Aa need In thto |Act|: 

(1) "AduK" moana an Individual |lft] or more yean of age. 

(2) "Health care" meoM any cara, treatment, wrvloe, or proccdora to mala- _ 
tain, dlagnow, or treat an ladl vlduarn phyalcal or mental condition. 

(3) "Healthcare provider meana a peraoa who la Ikeeeed, Mrtlftod or oth- 
orwlM attthorlMd by the law of thto State to admlalater health mm la tha 
ardlaary couree af huaJnaM or practtoa of a profaaaloo. 

C4) "Minor** pjmm an ImUvldnal who to not aa adult 



Ipeflnlttone, 
IrtivMueJe Who afay Conaant to 
Health Cara* 
t ladhrldMJa Inoaaablo af Canmnt- 

I. ftaiontlon of rawer to Oonaent to 

m . HteJth Care for Another. 

t Heeith*oare 4 fUpreMnUUre: Ap* 
polntaienO Qoallftaattoo: Paw- 
erit ftoreceuon ana Reoponel* 

m _blllly. 

f. Court-6r*«0 HealU Cara or 
Court-Ordered Appointment of a 
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§ 2 



(5) "Peraon" meant an Individual, corporation, ttislneac trait, ectote, troat, 
partnerehlp, aaaoclatlon, government, governmental nubdlvlelon pr agency, or 
any other legal entity. 

Cemmleeleaere' Comment 



The ago of 18 la bracketed la the 
drfloltloa of en adult (oubecctloe (1)) 
eo that ntotea with a dlffercat r*e for 
achlevleg edalt atotuo may laaert 
whatever age le appropriate. 

Health care (aubeecttoa (2)) la- 
dudee ear care* treatment, ecrvice or 
procedure to dlagaoee or treet a pbvei- 
cal or mentel coadltlon. The term le 
broader la aoope thea nodical care end 
lachidce care and treatment which le 
lawful to practice aider etate law* for 
Inetance, aoratng care. 

Since the definition of health care le 
broader la aoope thea medical care. 



there le a aeed to limit -the coverage of 
the Act eo that the rendition of ron- 
tlae care by family membare would not 
ha within Ita coverage. One HmltaUoa 
on the ecope of .the Act le found In the 
definition of d health-care provider la 
cuboecUoa 8. That definition eacludee 
thoee who ore not Ucceecd, card Had or 
otherwiee authorleed to render health 
care. Hence, the rendition of eimple 
care by n family member to one who le 
III nt home would not be covered by 
title Act while thet name treatment 
would he covered If provided In n hoe- 
pitel 



Library Refereaoee 



Aaaault and Battery «=»t 
Phyalolana end Burgeona a^nlf (•)« 



C.J.8. Aaaault and Battery It I to «. a 

tol. 

C.J.8. Phyatctane and Surgeon* I II. 



I r ladlvldnata Wha May Coaeeat ta Health Care 

Unlcaa Incapable of coneentlng under Section S, nn Individual may concent 
to health care for falroeelf If he le: 

(1) adult; or 

(2) a minor and 

<t) la emancipated, 

(II) bee attained the age of (14| yea re and, regard Icea of the aource of 
hie Income, le living apart from hla p* rente or from nn Individual In loco 
parentla and la managing hla own affalm, 

(III) la or haa been married. 

(Iv) la In the mlllUry eervlce of the United Btatee, or 
(v) la authorlaed to concent to the health care by any other law of thlo 
State. 



Cemmleelaaera* Comment 



Section 8 deecribee thoee Individuela 
who mey coneent to heelth cere for 
tbemeelvee.1 All eduhe, ualeae die- 
qualified by Section 8, mey coneent to 
heelth care. Thoee two provwione be* 
akally reetate the common law with 
regard to coneent by adulta. At com- 
mon law minora were not preeumed to 
be competent to coneent to health care. 
However, there ere certain etatua ex- 
cept lone, both etetutory end common 
law, which render n minor capable of 
coneentlng. Section 2(21 le n compile- 
tlon of the more widely recognlaed ex- 
ceptloae to the tradltlunal reouirement 
of conaeat by a parent or guardian 
which permit n minor, ualeae dlequaU- 



fled by Section 8, to coneent to health 
care for blmedf ee If he were ta 
adult. 

The eiceptlone are baaed on the ee* 
euraptlon that a minor who haa made 
tha deecribed dedeJoaa or taken the 
deacribed ectkme In Me life hee demon- 
etreteil hie capacity to mahe declalona 
concerning hie heelth cere. The amen- 
d pa ted minor exception la widely roc* 
ognlaed In caee law and In the etetutea 
of more then thirty atetee. See Wllh- 
Ine, CftileYen'e Hi§ki$: Removing fee 
Ptmfl Ceneenf Borriere le Mtditml 
Ttftmtmt of Jflnore, 1875 Ariaona St 
hJ. 81, B8 (1870). Paregreph (2) (II) 
la an explicit emancipation proviaion 
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baaed ea objective eritsris which wOl 
Ml require • formal od judication of 
omaadpatleu. Tbo Ago to bracketed, 
Dot the ago of 14 to a roaooaablo ago 
wboa coopM wltb tbo othor require- 
moala of thai paragraph. 

Othor objective criteria which courts 
end oula legislatures have accepted ao 
ebewmg a minora* maturity to mabo 
decisions affecting bio health, aro mar- 
riago aad esrvtee with tbo armed 
forces, (Boa, o.g~ ImlAaaJut 16- 
0-4-1 (Boraa IWtih) Oaco a mtaor 
baa aatlafM ui of tbooo. criteria bo 
may coaaoat to health caro for hlmaoK 
calf bo wort aaadah. 

la additSoa to tbo statu* escepttooo 
permitting coaoaat by minora, maajr 
legtoleturec bora croatod adaltloaal «• 
coptloaa oetboriaJag mtoere to amoral 
to troatmoat far opodflc coodUlooe or 
dlaoatoo without rogord to their etetue. 
For lacteace, 45 otatoa preeoatly allow 
minora te obtain troatmoat for venereal 
dleeaeo without poroatal coaaoat Oao 
or mora otatoa permit mJaora to coa. 
aoat to tbo following forme of bootth 
cares 

t Watte tbo taaweae of Oeetloa I to 

aoat, that n srtly amans that oe 

ooneont or withdraw eonsont to a 



(1) boaltb care aeeeeeery to diag- 
aoee or treat pregaaacy; 

(2) health care aecoaaary te dtog- 
aoee or treat mm reel disease; 

(8) boaltb care aocoeeary to dieg- 
aoet ar treat alcohol or drag dspsod- 
oaey ar •boot; 

(4> aaycblatrte or psychological 
counseling; 

(51 heelih care aocoeeary for the 
performance of aa abortions 

(5) boaltb caro aocoeeary far coon- 
oellat ta the aoe of contraceptive de- 
vlcee; ead 

(7) boaltb care aeeeeeery for the 
performance of aay typo of sterilise- 



Paragraph 2(t) of tbto Act leevee 
latact tbooo otate to we which permit a 
mlaer te eoaeeat te one a* more opo- 
dflc health-cere procedures, regordleoe 
of whether the mlaor meete the ototao 
oscepttoaa of paragraph 2. 



n In tenaa of aa aoUwrtaaUon te ©on- 
authorlssd to conoent mar oleo refooo 
- of health oaro oneo given. 



Library Hoforo ao o o 

Aaooutt and Battery #mt, 11. . k 
Miretdane ami Someone ©>l«l>. 



C J. 8. 'Assault and Battery II t te I, • 
C.J.8. Fnysietons and Burgeons I IS. 



1 1 ladlvMuato loeapabto of Ceaeeotlef 

Aa lodlvldnal otborwtoe autbortaed under tbla |Actl may consent to health 
care unless. In the Rood faith opinion of the health-care provider, the Individ- 
ual to Incapable of making a decision regarding the proponed health care. 

Cemmleeteaore 9 Cemmeat 



Bocttoa 8 aoee the phrase lacapabto 
of coossuttng ea opposed to Incompe- 
tency. Thto choke to deVborate. Ia- 
competeacy la Amertcaa tow eorrtoe 
the coaaotoHoa of perawaency aad to 
often thought ta mvelvo oa edjudicu- 
tlve doderattoa. However, a poroon 
may be as Jure competent when la fact 
be to Incapable of mahlag a dedotoa 
regardlag hie owa health care. Aa 
cthonrlM oompoteat aduh who has 
beta readerod uacoaodooe la aa ecd- 
deat to et that time do /aela Incompe- 
teat or loeapabto of moblaf a decietoa 
regard tag proposed boaltb care. 

Bocttoa 8 to pbraeed aegatlvely ea 
the tow preeomee that adults, and wa- 
der certain drenmetancea minora ae 
well, ore capable of maktag doctotone 
aatoee there to ootac determlaatton af a 
coatrery etatne. The determlnettoa 
called for la Bectlea 8 to to be made by 
tbo health-care provider, and the etea- 



dord to whether the Individual to Incu- 
poble of making a decision regarding 
the proposed heolth care. If the Indi- 
vidual to capable of mohlag a decision, 
the health-core provider moot abide 
that dodetoa. 

Custom suggests and aecessity dic- 
tates that the totltal determination 
that one le Incapable of consenting rest 
wltb the health-care provider. Bectlon 
8 la recognition of necessity Itgitl- 
mateo thet custom. Unlike the drci- 
doa ta Invoke the emergency exception 
to tbo requirement of informed eoaeeat 
which hue the effect of bypassing con- 
oent altogether, a decision that one ie 
incapable of consenting merely shifts 
the decision regarding the rendition *f 
health care to o third perty. This is 
an Important difference for the 
health-care provide* decision to on 
aecscrftee a "low vWblllty" one. Any 
decision to bypaas the patient by do- 
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eMIoi that hi It lacapaMa of oak lac ■ traatmaat ma* b« baaed oa moral ar 

dadalo. aadaogora tha ralooa of Ml- rallfkma , roouda. Ao ladtfMoal «bo 

iHduaHam and ptraoaal autonomy, rtfoaoa traatmaat a^uaahTha. cm- 

.^•rlir'^u VJ ^ Utoa " ■ ta, " u * «•« praytrfoV kaallaTTa 

a pro par combination of defaraoca to aoeoidaaco with hto rallcioua Tr.rfia«. 

prof.aatona, jud.rn.at .ad haalthtara to capabJ. of makm,^b^ra ™S 

aaluaa oa tl>o aaa band and raaptct for earo dactoloaa. A daetoloa to raf.ua 

ptraoaal aato^m, .ml Indiridaallam traatauaanaada uudaTrtaaa cEST 

oatha othar. Rapoatag tha ultimata ataaeaa abauU bo aoaorad h» a 

daetotoa to proeood with madimil troat- baalth-cara proridar. ' " 

Jjd.afdu.Ham raemr, propar contra- ZL%£?2ZLttJS £ 

Th» at. , ^^_ t ,ar deumlulag Incapacity stay. How- 

S f .TP*?? ? d ^«- ^Mamdlki affect of seek a dad- 

ouklag to coositUDt with tha uodtrljr- ttoo ranter tha lack af predate* lata 

1*1 notion of constat A anions ha- s**root.i Tha haalth-cara prsvMar 

!tf *^££^ *V U ffl! ml «• of *"outlug «tttt the* tan tsTnotnsr 

u °* ih * * m P of oaa ta who la cesrgtd with nukftag tha aid- 

■a mat* a* <taw4mLfta» mm ^^mxm^A «~ ti.. — ^ _ . _ . * . . .T *T" - 



J!!? Lf .T*S! M op K2? 10 th . a 5 0 ?- «*U traatmaat dodafoa la tha boat to- 



Library Referee 

hfenlal HOalth OUl. C.J.B. iitaaita Paiaaaa I ft at aaa, 

I 4. IstlvMeatt Who May Caaaaat ta Haalth Cara far Others 

(a) If an Individual Incapable of contenting nnder Section 8 baa not ap- 
pointed a health-care representative under Section « or the health-care repre- 
sentative appointed under Section • la not reasonably available or dedlnea to 
act, content to health care nay be given: 

(1) by a guardian of hlo pcreon. a repratenUUva appointed under Sec- 
tion 7, or a representative dealgnated or appointed under othar law of 
thla State; or 

(2) by a epouoe. parent, adult child, or adult albllng, unleaa disqualified 
under Section 8, If there la no guardian or other representative described 
In paragraph (1) or he la not reasonably available or dedlnea to act, or 
hie eilatence la unknown to the health-care provider. 

(b) Oonaent to health care for a minor not authorised to content under Sec- 
tion 2 may be given: 

(1) by a guardian of bit person, a representative appointed under Sec- 
tion 7, or a repreaenutlve designated or appointed under other law of 
thla Bute; 

(2) by a parent or an Individual In loco parentis. If there la no guardi- 
an or other representative described In paragraph (1) or he la not reason- 
aMy available or decllnea to act. or hfs eilatence la unknown to the 
health-care provider; or 

<3) by an adult albllng of the minor. If a parent or an Individual In loco 
parentla la not reasonably available, decllnea to act, or hit existence la un- 
known to the health-care provider. 

(c) An Individual delegated authority to consent under Section B baa the 
noma authority and responsibility an the Individual delegating tha authority. 

(d) A person authorised to consent for another under thla eectloa ahall act 
In good faith and In the beat Interest of the Individual Incapable of consent- 
ing. 7 



62 



60 



§4 



HEALTH-CARE CONSENT ACT 



Co 



C4MMIII 



Section 4 aotl..rlsse designated per- 
to escrdoe hssllh-cars dedelon- 
aeaklng powtrt for Individuals who 
cannot consent for themselves tnd who 
koto not appolated ■ health-can rep- 
reeeotatlvc to set on thalr behalf an 
sothorited ta Section A. If a health 
cars representative baa been appointed 
and la willleg to act, that preempte the 
operation of thai section. 

Bubsectloa (a) la concerned with 
adults aad minora authorised to cou- 
aaat andar Ssctios 2. It aeta forth aa 
order of priority Mteg uubctttntu de- 
dsiou-msksrs. H»e flrat priority la 
eivea tu Mirldaale appolatad ay a 
court, a guardian or aa ladtvMual ap- 
polatad uue%r Seetioo 7. The aocoad 
priority ctaea la the family. Within 
tale class, the spouse, pa rests, adult 
chlldraa aad adalt albHags are ranked 
eejaaUr. Any member af the rteaa la 
anthorlaad to act Aay decision estnb- 
Hehlng priorltf amoag family merabera 
would he lonely arbitrary. The objec- 
tive la to have aomeona who nan n 
done personal remtSonahlp with the pa- 
tient aad who will coaaMer hla beat to- 
lerant actlag for him. If oaa of thooa 
anthorlaad ta act disagrees with tha 
dedeton of another who ana been dee- 
Igaated a proxy derision maker, that 
pereou can aoak formal judteisl ap- 



point mant to net for thn one Incapable 
of coooenttog. However, an objector 
wooM be required to ehow that the 
other authorised decleloa- maker wan 
not noting In tha pntlent'e beet later- 
eat (See Section 7.) , 

Bnbaectloa (b) anthorlaee substitute 
dedelon -meke re for minora who ere 
not nuthorlsad to coneeet under Sec- 
tion 2. Thn flret priority la given to 
court-nppolntod offldals. If tha par- 
enu ere elite. It la unlikely that there 
would be n court-nppolntod guardian 
nnd the pn rente would here flret prior- 
ity. If thorn la no court -appointed of- 
ficial and If thn pa rente are aaavallo- 
ble, any ndolt brother or aleter af tha 
minor la euthoriaed to make health- 
earn dedstoas. 

Family membarn nuthoriaod ta coa- 
aeat for oaa Incapable of ceneeatlag 
under tlila section may delegate their 
decisional authority to anothar. The 
pereou to whom authority la delegated 
under Section 5 hna tha aama priority 
to net for thn patient nn thn delegating 
Individual. 

Oaa authorised by tale section to net 
for nnothnr must act la good faith and 
In thn boat Internet of thn Indlridunl 
Incapable of coneentlng. 



Library Heforcaao s 



Husband and Wife 
Mental Health «&r 
Parent and Child i 



itsri 



C.J.S. Huaband and Wife I 1 at anej. 

C.J.R. Insane Persons 1 IS. 

C.J.B. Parent and ChAd II t to «. IC. 



I a. Delefatlee af Pawer la Cos seat la Meette Care far Another 

(a) An Individual autnorlnml to consent to health cam for anothar under 
Section 4(e)(2), 4(b)(2) or 4(bM*) who for a period of time will not be rumeona- 
bly available to eierdee the authority may delegate the authority to eoneent 
during that period to another not dlequellfled under Section ft The delega- 
tion must be la writing and algned and may npedfy nondttlona on the authori- 
ty delegated. Unless the writing eapreaaly provlden otherwlae, the delegate 
may not delegate the authority to another. 

(a) The delegant may revoke the delegation at any time by notifying orally 
or In writing the delegate or the health-care provider. 



Ceaamlseleaere 1 Comment 



Section B permits a limited ddega- 
tloa of authority to consent for nnoth- 
nr. Family members authorised to 
consent for another under Section 4 
may delegate their dedeloaal authority. 

Tale provide* should he helpful in 
eltuarJeae la which parents went to 



delegate health-care dectelaa-makwg to 
a temporary cuetotHea of their chil- 
dren, fur iaetence whoa parents plan 
to be nwny or when n child Is nt camp. 
Tula aectloa followa closely BecrJoa B- 
104 of tha Ualferm Probate Code, 
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Library References 

httntal Health €=»1T». ItC. C.J.g. InMM Ptraono f | tft. 

It. NMltNin Rcpreeeetatlve; Aeneletmeat; QuallftoaUsa; 1 . Powsrs; 
Reveestlee asd Ftfttpeatlblllty 

(n) An Indlvktunl who may content to health care under Section 1 may ap- 
point another aa a health-care representative to act for the appointor In mut- 
ter* affecting hie health care. 

(b) A health-care representative appointed under thla taction moat ha an In- 
dividual who nay content to health care under flection 2. 

it) An appointment and nny amendment thereto mutt ha In writing, ntgned 
by the appointor and a wltneae other than the health-care representative and 
accepted In writing by the health-care representative. 

(d) The appointor may tpeclfy In the writing tonne and conditions consid- 
ered appropriate, Including an authorisation to the health-care representative 
to delegate the authority to consent to another. 

(e) The aothority granted becomes effective according to the terms of the 
writing. 

(0 The writing may provide that the authority does not conusance until* or 
terminates when, the appointor becomes Incapable of consenting. Ualeaa si- 
pressly provided otherwise, the authority granted In the writing la not affect- 
ed If the appointor becomes Incapable of consenting. 

(g) Unless the writing provides otherwise, a health-care representative ap- 
pointed under this section who le reasonably available and willing to set has 
priority to act for the appointor In all matters of health care. 

<b) In making all dedelona regarding the appointor's health care, a health- 
care representative appointed under thlc section shall act (I) In the best later- 
cat of the appointor consistent with the purposes eiprensed In the appoint- 
ment and (II) la good faith. 

(I) A health-care representative who resigns or Is unwilling to comply with 
the written appointment may eierclte no further power under the appoint- 
ment and shall so Inform (I) the appointor, (II) the appolator*s legal represent- 
ative, If one to known, and (III) the health-care provider, If the hearth-care 
representative known there le one. 

0) An Individual who la capable of consenting to health care may revoke: 
(I) the nppolntment nt nny time by notifying the health-care rcpreseatetlve 
orally or In writing, or (II) the authority granted to the health-care represent- 
ative by notifying the health-care provider orally or In writing. 



Commtttleeere' Comment 



Section 6 la assumed to extend the 
concept of patient cotouotny by per- 
mitting n person to transfer bis health 
cere declelon-msklne power to enothsr. 
Many Individuals who ars competent to 
make nsslth care decisions nevertheless 
wsnt to deUgste this dactstonnl eothor- 
Ity to n relative or friend. In addition, 
la the event they ere rendered Incapa- 
ble of renssnrlng, many people want 
the assnranee that some other individ- 



ual whom tney trust will make health- 
care decUlone on their behalf. 

It le generallr thought that If one 
caenot ar does not eserdee his own 
decisional authority la health -care met- 
ten thle authority should be placed la 
the hands of tbs stats (Le*, a court), a 
health-care provider or the next of 
Un. Any of these choices msy he seen 
ae a restriction an eutonomoue choke. 
Leaving thle authority m the hands of 
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• aaart whoa tbtro art othor alttraa* 
tltot trtlWMt la particularly vaitag 
bwmi It allawa Ik* tUtt a ataaaara 
al coatral ottr fcaalfWaak ta which It 
baa aa aavfaaa wortl right aad far 
which It baa an apodal aipartlaa. Sa*> 
Haa 0 prarldtt aa altaraatlfa. Tba 
datbaoa ta aaow tba traaafar of aa* 
taarttjr rbtta aa tba artadpla af tba 
baate baataa aaad af aalf aotaraUaatioa 
aad taalrtdatl aataaaav. Tba patteat 



la ta BMba tbaaa baahb-aara 
Boctiaa 6 data aat praatrlto tba aatara 
af tba daaMaa-aMMat ralttSoaabJp aa- 
twata tba appamtawjaaMdaal aad tba 
porata tpaatktd. Tba aapalatlag av 
d h hfaal baa tba tpptrtaalty ta aafaaa 
la aural dbmaraa wkb bit afoot, aad 
la apt dfy la tba liaaauat tba tanaa 
aad tba eiHriiai af tba 



(b) pravMaa that a 
baalth«oaro roproooatattvt aiaat aat ta 
tba baat lataraat af tba appatatar eta* 
alataat with tba parpaaaa aipraaaad la 
tba apptlafaat aad la good fttth. 
Gaata aftaa parpart ta draw a dittlae* 
tSaa totwata a baat microti aad tab- 
adtatod Jadajaaat ataadard. (Oaawara 
la ra QaaWHaaaalp al Pttalatti 67 
WtoJi d, SM N.WJd 160 (1*16) (baat 
lataraat) with la ra QaJaiaa, 10 NJ. 
10, tao AJd 047 <1076) (aabatltatad 
Jadajaaat)). Tat tba twa tanaa raflaet 
aat aa aaaeb a aVfff areata la aaactpt aa 
a dlfftroact 'at aatphaata. Tba aUa* 
dard af baat lataraat la gaaarany 
th aag h t ta tacaraortto a aaactpt af 
abjaetlfa raaaaaaalaaaaa with rafcrtaca 
ta tba lattraata af aaetaty aad attar* 
walla tba aabatltatad Jadgtatat ataa* 
dard facaaaa aa tba lataraat af tba 
partfcaltr patSoaL That tba aatlaat 
amp daOaa what It la bla baat lataraat 
aad that aaeb a dtdarattaa abaaU to 
aacaptad by aarragata daaWaa*aiabar 
It wan raaaaalatd la amp adjadltatad 



_ <Baa la ra Qataka* 70 NJ. 10, 
806 AJd 647 (1176)1 Bupariattadtat 
af Bttebertawa 8tata School v. Balha- 
wfca, S70 NJUd 417 (afaat.1677) aad 
alebaar t. DWaa, 496 N.TJ3JU 617 
(1661)). 

Paraaaal aatcaatay It tba aatft far 
tba aaactpt af tba haatth-eara rapra* 
aaaudra la SectJoa 6. Wbtrt t ptrtoa 
appoftaUaa a boallhtara roproatatatrrt 
baa givaa ptrttealtr laatraettaaa, tbaaa 
tatt r ac t laaa abaald daflaa tba tott la- 
toratt af a patltat. If aa apcctfle 
dlracdaat art gJtea, tba ttora gtaaral 
tott lataraat ttaadard appUaa, 
If tba beahb-ctra rapraatataUfa aai 
K |a taod aaaaHtaet follow tba dlro 



tlaaa prafbtad by bit appautar ha 
■aat ratio or atab rttttf fraai that 
BMadaU by a coart. Tba baahhtara 
rapraatataUfa waabJ to aa ftataraatad 
ladMdaal aatltM ta parltSaa a aaart 
aadar Baetlaa 7. la tba oaaat tba 
haalthtara r t p r a atalatlrt data aat act, 
co a t tat aiatt to oaulatd froaj aaa af 
tbaaa laaMdaala aatbarlatd la Baetlaa 
4 ta act far tba aatlaat ar frota a 
caart aadtr Socttta 7. 

Baetlaa 6 It aaanttaat with tba Ual* 
fana DaraWt Pawar af Attaraay Act. 
Tba tppotatwtat aiadt aadar thlt aat* 
tftoa waabJ to ajvta off act wttbaat thlt 
Act la a JarladlctSaa which baa aaaetad 
tba Daraala Power af Attaraay Act 
By bxorporatfag tbla tactSoa lata tba 
Act, tba pawar af apaotatattat win to* 
hraaght ta tba atteatioa af paraaaa 
who way aat to a wart af tba Darabla, 
Pawar Aat 



ar af appotalattat It 



Baetaat tto pawar 
aa»tot, tto Ooafan-. „ 
waa dttlrtalt ta aat forth a aaggvatad 
fana taetraeatat ta to aatd ftr tbt ap- 
potatatoat af a health-cart rtprttoau- 
thra. 



ApaaUtaHat af a Httlth Otro Htprattattrirt 



Iptba 



vabnurBy apaabit 



wbtaa talap b aat aaaitor aad add rot art: 



aa aiy btaltb-aara rapraatatatlva who It aattorktd ta act far ait la all mattara 
of toakhcara, ticopt at othcnrlot apoolflod bitew. 

at It aabjact ta tht faOowlac tpodal proritlou : 



Thlt appaaii 



(roataJaa offoctftro) Ctonalaataa) If I 
ttfac ta mj toaltb cara. I (da) (da 



65 



r.T* 



63 



HEALTH-CARE CONSENT ACT § 7 

■ot) ■ntboriM aiy health -car* representative bsrsby appointed to dslsgats dsd- 
stoB-nektac powsr to snothsr. 
Dated tble day of , 10 — , 



(address) 

1 declare that at the request of tha sbovs-nsraed ladlvMoal naklag tha appolat- 
■tot, I wkeesesd tha slinlof of thla docuusnL 



(eddreos) 

Accoptonce by Health-Care Raproaeatativa 

I, tha aadersifaed health-care representative, saderetaed that acceptance of 
tola appointment mease that I have ■ duty to act la good faith aad la tha boat 
Interest of tha Individual appelating ma, I furthar node re tend that I have a 
dntj to follow any apodal Instructions la tha appolateieaL la tha event I caa- 
aot do so, I wttl eserdee ao furthar powar uadar tha appolatmoat aad will Safana 
(I) tha Individual appoint] if see. If that Individual la capaMa of coaeeadag, (H) 
bia/bar lagal repreoeetatJve, If kaowa to Ma, aad (IB) ala/ber health-care pro- 
vider If kaowa to aaa. 

Dated tbla day of , 10 . 



Wgnod) 



(addraae) 

Library References 
Mental Health etsllS. in. c.J.8. tnaano Parsons II IT, Of, 41. 

I 7. Court-Ordered Hoaltb Care or Cssrt-Ordersd Aseel slues! of a Rea- 
reesststlvs 

(a) A health-care provide* or any Interested Individual any petition the 
f 1 court to (I) make a health-care dedelon or order health care for 

an Individual Incapable of consenting or <ll) appoint a repreeeatatlve to act 
for that Individual. 

I (b) Reaaonable notice of the time and place of hearing a petition under 
thla oectlon tnuet be given to the Individual Incapable of consenting and to In- 
dividuals In the claaaea deacrlhed In Section 4 who ore reasonably available. 

(c) The court may modify or dlapenae with notice and bearing If It finds 
that delay will have a arrloita, adverse effect upon the health of the Individu- 
al 

(d) The court may order health care, appoint a representative to make a 
health-care decision for the Individual Incapable of consenting to health care 
with auch limitation* on the authority of the representative aa It coneldera 
appropriate, or order any other appropriate relief In the beat Interest of that 
Individual, If It finds; 

(1) a health-care decision la required for the Individual ; 

(2) the Individual In Incapable of consenting to health care ; and 

(S) there la no Individual authorised to consent or an Individual autho- 
rised to consent to health care la not renconably available, decllnee to act, 
or la not acting In the best Interest of the Individual In need of health 
care. 
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§7. ILTH-CARE CONSENT ACT 



Commissioners' Cemmnut 

Section 7 It declined to operate Id moving one suthorised to consent woo 
two basic ultuutkmu. The first it that la not actinic Id the beet Interest of a 
le which an Individual le Id need of patient. The Act doee not attempt to 
health cere and Incapable of conaentlng define beet Interest There le a devsl- 
f - ?. lfc S?i to °V 10 BCl on hla ■> °f |n « H of law on that question; 
half. It la oe. , of request that a per- however. Its cootoore are aot yet dear, 
son admitted to a hospllul haa mo (Roe M. Weld, Bits /o<er**»«e« on 
k ^V? or frieade. The see- Betel/ e/ •Wctlsrtecr CaUeVcn.* A 
oad la that In which owe authorised to fleer©* /or JteeJblto glens'* de. 27 
ect le sot acting hi the beer Intereat of Stso.URev. 960, 1081-1083 (1975). 
the Individual who Is Incapable of coo- Any health-care provider or any mo- 
unting. If the P« rents of a minor virfuol la gives nundtng to petition for 
refuee medical treatment because of the appointment of a competent repro- 
the parents' religions convictions nentntlvn to consent to the rendition of 
courts have not healtatsd to take tha health care. A court acting pursunnt 
ilscMott-mnhlaff nutborltv from the to thin section la authorised to order 
parent whnu thn child's Ufa la henlth earn or to nppoint n compel net 
endangered.! ropreseotntlve who w nuthorlsed to 

The remove! of n parent'e power to sinks health-core decision*. This sec- 

consent Is generally tskss pursuant to tion doee not displace suy other stats 

ututu chOd neglect utatotus. However, proceduren designed to accomplish the 

in some taste sees conrtn simply sn- nemo result. Because moat ststse 

sums the deciston-meklng outborlly on- have csletluf mechanlsmo to address 

dor tbs serene perries doctrine. Sec- these questions, the purely procedural 

Hon 7 provides for thn esme kind of portloou of Section 7, nobesctlono (b) 

roller that m provided la the child no- through (d) ore bracketed. They mny 

gleet otututes. Section 7 provides n be deleted from the Act without de 

certs Is nnd espedltioue mesne for re- stray log Its Integrity. 

..A.9£ 0 ff* J>ot> * ^JM^*™ ordered treatment over the parents' objection oven 
t hooch the proposed treatment was not necessary to oava the ehltd'e life but 

in Bampeon. the minor outYared from n mosslva overgrowth of faciei tissue 
^l^lXKZfi^^Pl *!* rtatit eide w of his Ace ToM neck .The need 
lOJWSISL TPJ&FlL&^iZWl did not ottand school nnd suf- 

lE? Am M JSStJSiSl^ £r?r l }}L Ti'^tl? *5 # deformity. ^Tbe osurt concluded 
15S!J^KiiiSl , ?2f m ?5* "mlted •he child's development that It hod to eseurne 
reeponalomty end order the surgery, oven though the procedure entailed obvtoue 

fin!>.> a comrmnr w * ul1, ,n w Self « rth - wHJt. ae. m n.rm ato 

Library References 
ktnntnl Health «=>1II. m O.J.B. Insane Persona II TJ. U. 

1 e\ Dlsqesllfleatlee of Autaerlied Indlvldnela 

(n) An Individual who may connent to health care for hlmeelf under Section 
2 mny dlnqunllfy others front consenting to henlth care for him. 

(h) The dlMinellflcatlon must be In writing, signed by the Individual, and 
designate those dlnquullfled. 

(c) A health-care provider who known of a written disqualification mny not 
eccept consent to heelth cere from e dloquollf led indlvlduel. 

id) An Indlvlduel who knows he haa been disqualified to consent to heelth 
care for another may not act for the other under thin [ActJ. 

Csmmltslossn* Comment 

A full recognition of Indlvidunl su- tliorlsed to ssy whom he doc* not wont 

,0D ? m ? rf ^ ulrea not only thnt ooe be . to ect for him. Section A permits tble 

nuthorited to npiwint his heslth*cnre dinqunlifkstlon. A patient m*y not 

represeotutlvu but Hint, he slso be no- wsnt to go through the forcisttty of 
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HEALTH -CARE CONSENT ACT . § «0 

■ppolnHot n Section 6 health-care rep- unless that tfeqoaHflcatioa Is known to 

reeeutstlve but msy well wish to ei- ■ health-care provider, hi msy Miir- 

Hud* certain pirtoM from ectieg on helese rely on in ■nthorl tattoo from 

kla behalf. Me who la disqualified. <8es Sectloa 

Ooo who lo disqualified under Section *•> 
8 baa oo authority to act. However, 

Library Refers noes 
Mental HoaJth Orilft. CJ.g. InMna Ptroona II It. II. 

I t. Llmltetleee of Liability 

(a) A health-care provider acting or declining Co act In reliance on the eon- 
oent or refuaal of coaeent of an Individual who he belleven In good faith la 
authorised by thla (Act) or other low of thla Bute to coneent to health care 
la not aubject to criminal proeecutkM, civil liability, or profeaalona] dlsdpll- 
nary action on the ground that the Individual who coneented or refuaed to 
coneent lacked authority or capacity. 

(b) A health-care provider who bellevea In good faith an Individual la Inca- 
pable of coneentlng under flection 3 la not aubject to criminal proamnion, 
civil liability, or professional dleclpllnary action for falling to follow that In- 
dividual^ direction. 

(c) A peroon who In good faith bellevea he In nuthorlaed to coneent or 
refuae to coneent to health care for another under thle (Act] or other lew of 
thla State In not aubject to criminal proeecutlon or civil liability on the 
ground he lacked authority to coneent 

Commlatleaere' Comment 

Under Section 9, the health-care pro- a third-party edetoo-msksr is not 

rider la permitted to rely on the con- aubject to liability for dlechergfag hit 

aant of an Individual whom he bellevea obllgatloo la good faith, 

m cood faith la autborleed to coneent An Individual. acting for enother le In 

to hcelth care. In meetlag thla atea- Mff MBM ef the word e fiduciary 

dard under the Act, a I jalth-care pro- am ) hee thoee obUgetlone which a ftdu- 

vider could not doee hie eyee to the clary owee hie word. The Immunity 

truth, of courae, but to preaeribe aa provide** m ehia eection doea not pro- 

affirmative requirement of detailed In- (Nt a substitute dedelon-meker from 

veetigetlon would make reliance Impoa- MC Hgence or other breach of doty but 

*ble. ealy from acting without authority If 

Similarly, a health -care provider who He In good faith bellevea that he le an 

makaa a determination that one le in- tborlaed to give consent, 
capable of contenting end thus calla in 

Library Reforeueee 
Mental Health 0>»ltt . C.J.8. Insane Peraone 1 10. 



I 10. Availability af Medical lafarmutlea 

An Individual authorised to coneent to health care for another under thla 
[Act] hae the tame right aa doea the Individual for whom he la acting to re- 
ceive Information relevant to the contemplated health care and to coneent to 
the disclosure of medical records to a comtempla!ed health-care provider. 
[Dlacloaure of Information regarding contemplated health care to an Individu- 
al authorised to coneent for another la not a waiver of an evidentiary privi- 
lege] 
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MALTM-CARI CONWNT ACT 



fer aaatkar 



fer aaatkar ataadc la Ikt alc tt tf tkt 
padtat vkta gaMag biaNk-cart d ad* 
cfeaat T%a tocTWfeal aatkartacd la 
aaaaa alla Jf tNtei ggHa ja ltttaa* 
tJca referral la ifca arapatcd kaalik 
cart wkttktr at aal teat la attawaklt 
acdar ear ctkee peaelelea ef atala lawi 
TMa ctcttot taaraalaaa Ikal rigkt kat 
■akaa aa i U f pi ta dcflae tea eeepe 



tat ar kecpltaJ la aaatkar. i OT 
Ikt eeafMtailel ar prirUtgtd aatara af 
back af tMa lafarautfea, ikt palltal'a 

aaaatai It a tf ktftrt ikt lafar- 

«e cl eiii. m AmJmt. 
U PkftMtat A ■acgceac I 101 
OfTl) aid 10 A.URJ4 UOO (1161).) 
Ta ikt tiitai tktl Ikt pailtai kaa a 
Hgkl wktek taa ka walvcd/aa MlvMa- 
al aatlat aa Ma kakatf kaa tka mm 
rigkt af waiter. Tka Act dcca aat dt- 



fl^^^rfflM #6^t4 ^^^^i ^^§mm^ aA^m 
W l^RIV INBl aP^^MBI iwlV^ DtM 



ar a pettOcgc tiltu la ikt flrai 




+ata<l>. 



III. Ifftal aa latettag Mala Law 

(a) IMa [Act) data aal affect Ikt law af IMa Mala eeaerralaf aa Ml? Ma- 
a* aetkerlaetlea ta raafce a kcaltk«are dc rt e l ea far klneetf ar aaatkar ta 
wHkdraw ar wHkkeM a wl ti a l cara acaaaaary loproecrre ar eaatata Ufa. 

<* Mi (Act) tea aal affect Ilia rt*alr*aieata af aap atkar law af tkle 
ta ceairratlta, dlagaca l e, tiaatawat, ar koapltatha- 



la any keettk 



M| data aat affect tka lac* af IMa Mala cancan!* (I) tka aUa 
af a kcattltcAfa pravlder repaired la tka atelalttratkm af 




m tm vm dcca aal aatkerita aa ladlrldaal la 
aara praMkHai kp tka law af IMa Mala. 

m TMa (Act) taa aal affect aa? i tc j Mraaiaat af aatlaa la otkere af pro 
peaed kaaltk aara aader aap atkar law af IMa Mate 

m IMa (Ail) < 
deid af aara 

Mtt aara, 00 wkta caaatat la regaliad fer kaaltk cart, m 
atat far kaaltk cart, tr Or) eaaeeat la kaaltk cart la aa i 

m TMa (Act) data aal pravaat aa ladlrldaal eapaMe af coataatlag ta 
fer Maori* ar aaatkar aaiar IMa (Act], lactadlag tboaa tutko 
■tdMdtr Mctlaaa iUMI, frata caaaeatlaf to kaaltk cara adaalalaUrad 
•ead feHk pareaaat la roMgtoae taarta af tka Ml? Moat requlrtag kaaltk 



OoemlecJeaorC Oaaiaml 



II ctattkw kaparlaai Malta. 
I. II It writtta it BMka dear Ikal 
Act data act lalrtdt lalt treat af 
ha* wkcte lit aptradta waaM kt 



few wHfc Ntptct it tkt wttk- 
«aatl af Kft aapptrt cmtttjt la tka 
af ikt tarwMty 01 It ck 



Aijkaat 10 ettttt lata Nate, 
rat Dtatk Aata aed tktra kata kata 



ttvertl caart ctofltloaa caactralag Ikt 
lataa af lanalaallaa af trtatntat. 
Natfclag la Iklt Act ckaagca ailttlag 
law la tktl regard. AN proiy dtd- 
dtccatfctrt art ckargtd wllk acting la 
ikt kttt laltrttl af ikt patttat «ka It 
la t apa k lc af caattallag. If a pailtai 
ked appelated a ktt Ilk cart rtpreteat* 
aUvt aed ktd i»adt kaawa kit vfck 
Ikal Mft aapptrt tpaia«a kt wllkdrawa 
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HEALTH-CAM! CONSENT ACT 



§ 13 



to the evMt of termlnel lltoeet, meny 
court* would cooctder thot evidence 
coeclutlre of Iho patlMt'o btal tutor* 
Ml, However, thlo Act moo oot pro- 
vide on ouewor to 1K0 qutttloe of who! 
It la too potlrafo boot toloroil lo ouch 
o tlreumctcece. 

Buboootloo (b) prtrWtt that iho Aet 
orfll oot override tbo oporotloo of moo* 
tol hooltb rodea. All ototM require 
thot commitment procecdloge bo our* 
rounded wltb otrlofoot proeodarol 
Mfoguordo which mMt bo edhorod to 
before oo looiriaool con bo luvolontorl* 
ly committed. Bobeectlen (b) mobM It 
ctar thot tblo Act mm oot ollow ouy 
todlvftducl oothorttcd to coooMt for oo* 
oilier to bypOM thOM MmmltoMot 
otototM under tbo gultt of o volootery 
commltmMt, lo -eddltton, rabooetloo 
(b) prohlblto tblo Act from being need 
to oothorlM fordhlo drag medkatloo 
ooIom In conformity with otbor proper 
proeodarol requl reroute. 

Buboectloo M lo written to moko It 
etoor thot tblo Act doee not oothorlM 
om to cooMot to tocdkel procodurM 
which ore prohibited by low. 

Tbo Supreme Ooort boo hold In ftel- 
lotl v. Belrd, 448 US. 622 (1979) thot 
mloore ore Mtltled to conoeot to on 
obortlon without pereolel coueont. 
Thot holding lo recognised In Becttoo 2 
which permlto mmore to conMnt to 
beoltb cere which lo otbcrwtoe ootho- 
rltcd by low. However, the Supreme 
Court held In the ceee of H. I* v. 
MothMon, 400 U.S. 3*8, 101 8.CI. 1104 
(1061) thot o ototo requirement of oo* 
ike to pe rente doee oot vtolttt the 
cooetltutlooel rlfbto of o minor. 
Subsection (d) lo written to to euro 



thot ototo otototce, mich oo tbo Utoh 
ototote under review In JfofAccM, ore 
Mt effected by tblo Act. 

Thlo Act le norrow In ocope. It lo 
not concerned with the otoudord of 
cere required of heelth*cere provider* 
It lo not concerned with whether, how 
end under whet drcumctcncte coneent 
to hooltb cere lo required. Nor lo It 
oo Informed conMnt ctetuto, Ao oot* 
Mood In the Prof e lory Note, thlo otot* 
oto lo beeicelly o procodurol mo end 
met If re of ototo Mbotontlvo low ore 
onchenged. 

Bectke 2 of tble Act Wmlle bMlth- 
cere provide re to tboee who ore II* 
Moeed, certified or othorwrno outho* 
rleed to provide heeltb cere. Proct'* 
tlooere of rellgiMe bMMeg, for In* 
ctence, Ohrlotlon 8cience Prectltloocrc 
ore not Ikenoed, certified or eathortsed 
by the ototo but practice oo o metier 
of the free oiorclM of rellglM. Yet 
oplrltuol heollog lo o well recognlted 
form of bMlth core end there lo no In* 
tootlon to mobo thin rellgkrao octlvlty 
lllegol by the operetta of thlo Act. 
There le no lotMtloo to prevMt on In* 
divMuel copoble of cMMOtlng to bMltli 
core from conMntlng for oMthor or 
hloiMlf to opIrltMl hMHog whkli lo 
bMlth cert odmlolotorod lo good foltb 
purouont to rcllgtoue toooto of the In* 
dlviduel requiring bMlth cere oo o 
metier of free oiorclM of religion. 
Cortololy thOM prectltkmere of rcti* 
gloue hMllog ohouM not be required to 
0Mb ototo outhorwotlM to prectkc 
their folth. Heoco, Mbeectloo <f> lo 
oo eipreee Mvlogo cloueo to permit 
one to MOMot to oplrltool bMliog oo 
beolth cere. 



Library RoforooMi 



AtMUlt and Battery 0>t, n. 
Ptiyolclone end Surgeone e^»ll(l). 



C.J.B. AtMUlt end Bottery || t to 4. I 
to I, II. II. _ m am 

C.J.8. Phyektent end Surgeone I 41. 



I 12. Sovoroblllly 

If ony provlolono of thlo |A<1| or the application hereof to any peraon or 
clrcumeUnco lo held Involld, the Invalidity d<«o not affect other provlotiino or 
eppllcotlon* of the (Act) which con be given effect without the Involld provl* 
olon or eppllcetlon, and to thle end the provlelone of thlo IAct| ore Mveroble. 

Llbrery RcfcrccMc 

StetutM 0^*44(1). C.J.B. Btntuttt I M et Mq. 

I 13. Uniformity ot ApptlMtloa aad Coaotrootloo 

Thlo (Act) ahall be cpplled end coootrued to effectunte Ita general purpooe 
to make uniform the low with mnect to the oubject of thlo [Act] among 
•to tee enacting It 
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Library RidriMN 
• •OJ.t. Jlta | ill. sutuua #»tll. 

I 14. Mart Title 

Tola (Act) may be cited m the Uniform Law Commlaalonere' Model Health- 
care Ooneent Act, 

I IS. Repeal 

The following acta nod porta of net* ore repealed: 
(1) 

m 
w 

I II. Time at Taklai Cf feet 
Tola (Act] oball Uke effect ^ 

t 
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1 UNIFORM RIGHTS OF THE TERMINALLY ILL ACT 

2 

3 SECTION f. DEFINITIONS. 

4 in this [Act]: 

5 (1) "Attending physician" means the physician who has 

6 primary responsibility for the treatment and care of the patient. 

7 (2) "Declaration" means a writing executed in accordance 

8 with the requirements of Section 2(a). 

0 (3) "Health-care provider" means a person who is 

10 licensed, certified, or otherwise authorised by the law of this 

11 Stste to administer health care in the ordinary course of 

12 business or practice of a profession. 

13 (4) "Life-sustaining treatment" means any medical 

14 procedure-or-intervention-thatr when administered to a qualified 

15 patient, ./ill serve only to prolong the dying process. 

16 (5) "Person" means an individual,. corporation, ..business 

17 trust, estate, trust, partnership .-association, government, 

18 governmental subdivision or agency, or any other legal entity. 

19 (6) "Physician" means an individual [licensed to practice 

20 medicine in this Stste]. 

21 (7) "Qualified patient" means a patient [18] years of age 

22 or older who has executed s declaration and who has been 

23 determined by the attending physician to be in a terminal 

24 condition. 

25 (8) "State" means a atate, territory, possession, or 

26 commonwealth of the United States and the District of Columbia. 
27 



73 



71 



(9) "Terminal condition" means an incurable or 
irreversible condition that, without the administration of 
life-sustaining treatment, will, in the opinion of the attending 
physician, result in death within a relatively short time. 

SECTION 2. DECLARATION RELATING TO USE OF 
LIFE-SUSTAINING TREATMENT. 

(a) Any individual of sound mind and [18] years of age 
or older may at any time execute a declaration governing the 
withholding or withdrawal of life-sustaining treatment. The 
declaration must be signed by the declarant, or another at the 
declarant's direction, and witnessed by. 2 individuals. 

(b) A declaration may, but need not, be in the following 

form: 

DECLARATION 

If I should have an incurable or irreversible 
condition that will cause my death within a relatively 
short time, and if I am no longer able to make 
decisions reryardingmy . medical treatment, I direct my 

attending physician, pursuant to the [ 

Uniform Rights of the Terminally Act], to withhold or 
withdraw treatment that only prolongs the dying 
process iind is not necessary to my. comfort or to 
alleviate pain. 

Signed this ■ day of , . 



Signature 



Address 
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The declarant voluntarily signed this writing in my 
presence. 



Witness 
Address 



Witness 
Address 



(c) A physician or other health-care provider who la 
provided a copy of the declaration shall make it a part of the 
declarant's medical record and, if unwilling to comply with its 
provisions, promptly eo advise the declarant. 

SECTION 3. REVOCATION OF DECLARATION. 

(a) A declaration may be revoked at any time and in any 
manner by the declarant without regard to mental or physical 
condition. A revocation's effective upon communication to the 
attending physician or other health-care provider by the 
declarant or by another. who witnessed the revocation. 

(b) The attending physician or other health-care provider 
shall make the revocation a part of the declarant's medical 
record. 

SECTION 4. RECORDING DETERMINATION OF TERMINAL 
CONDITION AND DECLARATION. 

Upon determining that the declarant is in a terminal 
condition, the attending physician who knows of a dec'c-Jou 
.shall record the determination and the terms of the dcclr^tion in 
the declarant's medical record. 
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1 SECTION 5. TREATMENT OF QUALIFIED PATIENTS. 

2 (a) A qualified patient has the right to make decisions 

3 regarding life -sustaining treatment as long as the patient is able 

4 to do so. 

5 (b) A declaration becomes operative when (1) the 

6 declaration is communicated to the attending physician and (2) 

7 the declarant is determined by the attending physician to be in a 

8 terminal condition and no longer able to make decisions regarding 

9 administration of life -sustaining treatment. When the declaration 

10 becomes operative , the attending physician and other health-care 

11 providers shall act in accordance with its provisions or comply 

12 with the transfer- provisions of Section 6. 

13 (c) This [Act] does not affect the responsibility of the 

14 attending physician or- other-health-care provider to provide 

15 treatment » including nutrition and hydration ♦ ior comfort care or 

16 alleviation of pain. 

17 (d) Unless the declaration otherwise provides, the 

18 declaration of a qualified patient known to the attending 

19 physician to be pregnant shall be given no force or effect as 

20 long as it is probable that the fetus could develop to the point 

21 of live birth with continued application of life-sustaining 

22 treatment. 
23 

24 SECTION 6. TRANSFER OF PATIENTS. 

25 An attending physician or other health-care provider who is 

26 unwilling to comply with this [Act] shall as promptly as 

27 practicable take all reasonable steps to transfer care of the 
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1 declarant to another phyaician or health-care provider. 
2 

3 SECTION 7. IMMUNITIES. 

4 (a) In the absence of knowledge of the revocation of a 

5 declaration, a person is not subject to civil or criminal liability 

6 or discipline for unprofessional conduct for carrying out the 

7 declaration pursuant to the requirementa of this [Act], 

8 (b) A physician or other health-care provider, whose 

9 actions under this [Act] are in accord with reasonable medical . 

10 standards, ia not subject to criminal or civil liability or 

11 discipline for unprofessional conduct. 
12 

13 SECTION 8. PENALTIES. 

14 (*> A physician or other health-care provider who 

15 willfully fails to transfer in-accordanee-with~6ection-6ria guilty— : 

16 of [a class misdemeanor] 

17 (b) A physician who willfully -fails to record the 

18 determination of terminal condition in accordance with Section 4 

19 ia guilty of [a class misdemeanor] . 

20 <c> An individual who willfully conceals, cancels, defaces, 

21 or obliterates the declaration of another without the declarant's 

22 consent or who falsifies or forges a revocation of the declaration 

23 of another is guilty of [a clsas miademeanor] . 

24 (d) An individual who falsifies or forges the declaration 

25 of another, or willfully conceals or withholds personal knowledge 

26 of a revocation as provided in Section 3, is guilty of [a class 

27 misdemeanor]. 
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1 <e) Any person who requires or prohibits the execution 

2 of a declaration rc- a condition for being insured for, or 

3 receiving, health -cart, services shall be guilty of [& class 

4 tnitdumeaitor ! . 

5 (f) Any perse:; vfho coerces or fraudulently induces 

6 another to execut'i u rtrfclaration under this [Act] shall be guilty 

7 of [a class _^ ctfaiemeanor] , 

8 (g) The sanctions provided in this section do not displace 

9 any sanction applicable tuiUex other law. 
10 

11 SECTION 9. GENERAL FJIOVISIONS. 

12 (a) Death resulting from the withholding or withdrawal of ' 

13 life-sustaining_treatment pursuant to a declaration and in 

14 accordance- with this [Act] doe* not constitute!- iot» any purpose-, 

15 a suicide or homicide. 

16 (b) The making .of a declaration- pursuant to Section 2 

17 does not _ affect in- any manner -the eale, procurement, or issuance 

18 of any policy of life insurance or annuity, nor does it affect, 

19 impair, or modify the terms of an. existing policy of life 

20 insurance or annuity. A policy of life insurance or annuity is 

21 not legally impaired or invalidated in any manner by the 

22 withholding or withdrawal of life-sustaining treatment from an 

23 insured qualified patient, notwithstanding any term to the 

24 contrary. 

25 (c) A person may not prohibit or require the execution of 

26 a declaration as a condition tav being Insured for, or receiving, 

27 health-care services. 
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1 <d) This [Act] createa no presumption concerning the 

2 intention of an individual who has revoked or has not executed a 

3 declaration with respect to the use, withholding, or withdrawal 

4 of life-sustaining treatment in the event of a terminal condition, 
<e) This I Act] does not affect the right of a patient to 

make decisions regarding use of life-sustaining treatment so long 
aa the patient is able to do so, or impair or supersede any right 
or responsibility that any person haa to effect the withholding or 
9 withdrawal of medical care. 

10 <*> Nothing in this [Act] shall require any physician or 

11 other health-care provider to take any action contrary to 

12 reasonable medical .standards. 

13 Thl * [Act] does not condone, authorize, or approve - 

14 mercy-killing or euthanasia. 
15 

16 SECTION 10. PRESUMPTION OF VALIDITY OF 

17 DECLARATION.- 
A physician or other health-care provider -may preaumer-in 

the abaence of knowledge to the contrary, that a declaration 
20 compliea with thia [Afjt] and is valid. 

21 

22 SECTION U. RECOGNITION OF DECLARATION EXECUTED 

23 IN ANOTHER STATE. 
A declaration executed in another state in compliance with the 

law of that state or this state is validly executed for purposes of 
26 this [Act]. 

27 



18 
19 
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1 SECTION 12, EFFECT OF PRIOR DECLARATIONS. 

2 An instrument executed before the effective date of this [Act] 

3 that substantially complies with Section 2(a) shall be given effect 

4 pursuant to the provisions of this [Act]. 
5 

6 SECTION 13. SEVERABILITY. 

If any provision of this [Act] or its applicatioi . iy person 

8 or circumstance is held invalid, the invalidity does not affect 

* other provisions or applications of this [Act] which can be given 

effect without the invalid provision or application, and to this 

11 end the provisions of this [Act] are severable. 
12 

13 SECTI01TT4r TIME OF TAKING EFFECT. 

14 This lAct] takes effect on • 

15 

16 SECTION 15. UNIFORMITY OF CONSTRUCTION AND 

17 APPLICATION. 

18 This [Act] shall be applied and construed to effectuate its 

19 general purpose to make uniform the law with respect to the 

20 subject of this [Act] among states enacting it. 
21 

22 SECTION 16. SHORT TITLE. 

23 This [Act] may be cited as the Uniform Rights of the 

24 Terminally 111 Act. 
25 

26 
27 
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1 SECTION 17. REPEAL • 

2 The following acts and parts of acts are repealed: 

3 (1) 
* (2) 
5 (3) 
6 

7 



8 

9 

10 
11 
12 
13 
14 
15 
16 
17 
18 
19 
20 
21 
22 
23 
24 
25 
26 
27 
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Life at the Other End of the Endotracheal Tube: 
A Physician's Personal View of Critical Illness 

Edward D. Viner 

Univtnity of Pennsylvania School of Medicine, HematologyOncology Section. 
Penntylvania Hospiul. Philadelphia. Pa.. USA 



Introduction 

Having considered the technical and scientific aspects of acute lung 
injury and mechanical ventilation, it is time to pause and remember that 
there is a living, thinking, feeling, and frightened human being on the other 
end of that machine. While it is incompatible with our self images as empa- 
thetic care providers, having had a serious personal experience with illness. 
I can assure you that none of us really know what we doctors ask our 
patients to endure, and what a devastating physical and emotional experi- 
ence it is to be critically ill. The facts of my particular case really do not 
matter, other than to provide the perspective from which I speak, and to 
make all of this a little less sterile and academic. Besides the specific med- 
ical details of his case, each patient brings his own personality and psycho- 
social background to his illness, all of which affect that individual's ability 
to cope with the stress of his ordeal. The physician must be ever mindful of 
all of this in considering his patient on the other end of the. tube, whom 
illness has reduced to an eye-watering, lip-quivering mass of protoplasm. 



Case Presentation 

I was a 34-year-old hematologist working with critically ill and dying 
patients every day, when, on May 2, 1972, at the behest of my then preg- 
nant wife, I went for the first complete physical examination of my adult 
life. While in every respect I anticipated a purely routine venture, the exam- 
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ining phys ician communicated an unspoken rrtsuge or alarm ai he paused 
in examining my liver. Having established that there was marked enlarge- 
ment of the right lobe* a liver scan was performed the next day. After liter* 
ally grabbing the scan out of a reluctant radiologist's hand, and seeing for 
myself the large cold area in the right lobe, I then joined the downcast herd 
of patients inevitably found in X-ray department waiting rooms. I imme- 
diately identified with these unfortunates, whose doctors, like mine, were 
doing X-rays looking for cancer. As I proceeded to have a chest film, intra* 
venous pyelogram and long upper OI f all in search of the presumed occult 
primary tumor. I sat there terror stricken, trying to deal with the menu) 
images of my cachectic, end-stage, cancer patients, and my speculation as to 
whether I would still be alive when our baby came that August. In between 
studies. I called home to tell my wife about the findings, and that 1 would be 
admitted to the hospital. I called my secretary to have her cancel all my 
patients.. forever* and called my insurance agent, accountant, and attorney to 
meet me in my hospital room that afternoon. I, as most doctors, did not 
have my personal affairs in order, and properly attending to all of this 
ultimately was to provide me with significant peace of mind in the weeks to 
come. 

The following morning I had a bone marrow examination, proctoscopy 
and barium enema, all of which were normal. At this point it seemed likely 
that the lesion was a primary hepatic tumor and a subsequent arteriogram 
confirmed that it was almost surely a hepatoma. It was decided that explo- 
ratory surgery* should be performed, but this was delayed by the develop- 
ment of a deep venous phlebitis, which in combination with a low-grade 
fever, only served to reinforce further my certainty that I indeed had a 
hepatic malignancy. Finally, on May 16, surgical exploration of my liver 
through a thoracoabdominal approach was carried out. The lesion fortu- 
nately proved to be a huge benign hemangioma, but 1 really did not believe 
my doctors were telling me the truth concerning the pathology, even though 
I was shown the reports firsthand, and ultimately was visited by the chief of 
pathology . Only weeks later, after being put on the respirator, and realizing 
that my senior attending surgeon, Dr. Jonathan Rhoods. was too sensible to 
put me through all this, if indeed 1 had had an inoperable malignancy, did I 
really become secure that the pathology was truly benign. 

The first five postoperative days were spent in the intensive cart unit, 
with tubes coming out of everywhere, but this experience did not prove 
particularly difficult. However, soon after being transferred out of the unit, I 
began to have a recurrent spiking fever requiring hours on an ice blanket 
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each day for more than two weeks. Multiple thoracenteses, bronchoscope 
examinations, and various scans failed to reveal the cause, and ultimately it 
was presumed that there must be a subhepatic collection of pus. According- 
ly, I was to be operated upon again. • 

I went to the second surgical prbcedure again very frightened, not 
because of fear of malignancy this time, but with a temperature of nearly 
105*, I felt too sick to go to surgery safely. My first awareness postopera- 
tively was the bank of lights overhead, indicating that 1 was back in the 
intensive care unit and that I was too sick to be brought back to my private 
room. As the scene unfolded, the large overhead clock, and the darkness 
outside, told me that it was 3.00 a.m., and the presence of my surgeon 
further alarmed me since the chairman of surgery docs not come in for 
routine postoperative problems in the middle of the night. I then also real* 
ized that 1 was packed in ice cubes, and from bits and pieces of the conver- 
sation that 1 overheard, I concluded that I had indeed been found to have a 
large abdominal abscess, that I had developed Gram-negative septicemic 
shock and, in short, was in bad trouble. The subsequent days were to con- 
firm that perception, and more. 

The next night with the endotracheal tube in place, I began to vomit. I 
was awake and alert and wanted to pull the tube and bite block out of my 
mouth so I could vomit over the side of the bed. I realized that I might 
aspirate, and indeed, later knew that 1 was doing so. even though the nurse 
told me 'everything is under control: you can't be aspirating because of the 
balloon on the endotracheal tube 4 . Over the next couple of days 1 developed 
a combination of aspiration pneumonia and shock lung, and finally after 
becoming totally exhausted from the work of breathing. I wrote my wife a 
note, telling her that I could not last more than a few more hours unless 
something different could be done. At my request, she called in my close 
friend, the former head of the hospital's respiratory intensive care unit, who 
was away on vacation. Dr. Robert Rogers, now Chief of the Pulmonary 
Section of the University of Pittsburgh, responded immediately, and 
quickly taught me that there is a real art to running a respirator. I am still 
not really sure of all that he did, but within several hours I was breathing 
infinitely more comfortably and the immediate crisis had passed. There was 
more yet to come, however. A tracheotomy became necessary, and I subse- 
quently learned that the complication of TEEF is 'POP* as I begun a series 
of pneumothoraces requiring multiple chest tubes. 

The final statistics summarizing my misadventure include 120 days in 
the hospital, 3 1 days on the respirator, 10 chest tubes, 1 3 thoracenteses, 1 1 8 
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arterial blood gases (without benefit of an arterial line, and which 1 calcu- 
lated one night trying to while the hours away, required a rough average of 
3.2 slicks per specimen), hundreds of hours on the ice blanket, 3 broncho- 
scope examinations, and 7 months out of work. It was a year before 1 really 
fell well again with no further chest or abdominal pain or overt dyspnea. 
Along ihe way, there were many indelible lessons learned, which, until then. 
1 had thought, in a superficial inielleciualizaiion, to be self-evident. 



Perceptions from the 1CV Experience 

First of all. we doctors really have no concept of that which wc ask our 
patients to endure physically and emotionally, all at a time when they are 
most vulnerable, physically and emotionally. Patients would benefit im- 
measurably if every care provider could experience the preoperative terror 
of thinking he has an end-stage malignancy, the nostalgia inherent in believ- 
ing that he will not see his children grow up, and the preterminal mourning 
over the thought that he is leaving behind everyone whom he knows and 
loves. It is clear that if the illness is serious enough, even the most resolute 
patient will meet his match. While 1 had started out feeling strong, both 
physically and emotionally, by the end of the 3 1 -day stint on the respirator. 
1 had literally become that labile, eye-watering, lip-quivering mass of pro- 
toplasm that we physicians have all seen on the end of the endotracheal 
tube. 

The patient lives in a very circumscribed world. Accordingly, everyone 
who emcrs his da> assumes a magnified role. While the doctor is theoreti- 
cally the leading man* in the cast of characters, he is there for only a few 
minutes once, or at most, several times daily. Therefore, it is the nurse with 
whom the patient literally lives his day, who is really the most important of 
all. However, the patient's world also includes various paraprofessional and 
support personnel, on down the hierarchical ladder to the ward clerk, the 
paperboy and the 'environmental engineer* who mops the floor around the 
bed. It is unfortunate that these people do not realize the importance of 
their roles in the patient's life, and are not prepared for this responsibility. A 
warm smile instead of an air of oblivious indifference makes all the differ- 
ence to the patient on a respirator. 

As stated, it is the nurse, and not the doctor, who is the single most 
important person in the critically ill patient's life. In turn, the single most 
important attribute of the nurse is whether she cares, 1 thought 1 could tell 



85 



Life at the Other End or the Endotracheal Tube 



7 



with great accuracy whether an individual nurse did or did not, and 1 
quickly decided that there were basically two types, angels and bitches. 
However, it also became clear that there was also a third group comprised 
of nurses who, no' doubt, had been excellent, but who had been in the 
intensive care unit too long. While they were fine technicians when it came 
to aspirating a patient and doing other procedures, the human qualities had 
been lost, i lay there trying bard to define just what defines a 'good nurse 1 , 
and finally decided that it is a combination of warmth and sensitivity with a 
significant degree of professionalism which art the key ingredients. I 
learned that there is a remarkable degree of nonverbal communication 
between the respirator patient and the nurse. Her mo6ds, attitudes, basic 
intelligence and ability, her personality and her personal problems all inter- 
act to affect the bottom line for the patient. 1 found myself concerned about 
who was coming on the next shift Some inspired confidence; with others I 
could expect a confrontation. I was also surprised with my concern over the 
personal appearance of my nurses. If her uniform was dirty or sloppy, I 
became concerned that her care would be similar. 1 resented undignified 
behavior in the unit; loud noise and raucous laughter seemed inappropriate 
and incongruent to my persona) situation of being half dead on that 
machine. Whereas 1 ordinarily would have smiled at some of the inter- 
changes between a surgical resident and nurse in the middle of the night at 
the- nurses* station, that was net in keeping with the raison d'&tre of their 
being there, which from my limited vantage point was to keep me alive. 

One of the most frustrating aspects was the custom of rotating the 
nurses. The rationale seemed to be that no one nurse should get too 
involved with a given patient, although from the paiient's point of view, 
this boiled down to having one first date after another. By the end of the 
shift, just when a given nurse had learned how to aspirate and position me 
in the least painful way possible, she was replaced by someone 1 had never 
seen before, ard with whom I had to go through the sime learning experi- 
ence all over again. 1 also got a bit paranoid about why the nurses were being 
changed all the time. 'Didn't they like me? *Did 1 smell bad? 'Wasn't 1 a 
good patient? 

Many of these feelings also applied to the physicians, particularly the 
house stafT. There was a tremendous difference between how the various 
surgical residents cared for me. It was obvious that some either refused to 
get involved, or really did not know how, at a personal level. On the other 
hand, my senior surgeon who had performed both operations, was caring 
and totally in charge. 1 came to realize how vital it was for there to be a 
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steady 'captain of the ship', for it was easy to see how quickly one's care 
could deteriorate to the level provided when a committee of subspecialists 
is collectively in charge. 

Another basic issue also applies equally to doctors, nurses and all 
health care providers. It is a problem, on the other hand, with which I have 
some sympathy, for even now, in spile of the unique learning experience my 
illness provided, 1 find myself, nonetheless, forgetting to listen to the 
patient. There were countless examples over the many weeks in the 1CU 
when this basic failure made life difficult and, at limes, even dangerous for 
me. As noied. the nighi I aspirated what seemed to me a gallon of gastric 
juice. 1 was awake and tried to tell the nurse in charge that 1 was aspirating, 
and that it would be better if she pulled the endotracheal tube and bite block 
out and simply let me vomit. I was told. 'My. m>. my. don't we know a lot 
about ourselves*. With the first pneumothorax. 1 tried to explain that I was 
. « short of breath, but the attitude was that 1 had been short of breath for a 
week, so what was new? Well, this was new, and different, and 1 knew 
something was wrong, although I knew not what. Finally, it was the respi- 
ratory therapist, and not a doctor, who recognized that I had a tension 
pneumothorax (the surgical resident refused to come over from the nursing 
station to listen to my chest). While on hyperalimentation, an erroneously 
large dose of insulin was given on one occasion, following which 1 had the 
classical symptoms and signs of an acute hypoglycemic episode. 1 was cold 
and soaking wet, and felt absolutely bizarre up there on cloud nine. When 1 
tried to explain this to both the nurses and the surgical house staff. 1 was 
told that 1 could not possibly have a hypoglycemic reaction with 50% glu- 
cose running. It remained for a physician not involved with my care, who 
was visiting the patient in the next bed, to recognize that the pleas 1 was 
writing on the clipboard were correct, and to speed up the IV enough to 
raise my blood sugar. In truth though, we will never know if my diagnosis 
was correct, for 1 never was able to get anyone to draw the blood sugar 
which would have vindicated me. The respirator)* patient in particular is 
dependent both on the machine, and on the care provided. Beside the basic 
frustration inherent in not being in control of one's destiny, it was also 
frightening to realize that the stafTdid not always respect one's observations 
about himself. 

While, appropriately enough, great attention was given to the operation 
of the respirator, my blood gases, and the other parameters by which 1 was 
followed, aftera time I became rather ambivalent about all of this and really 
was much more concerned about creature comfort. This is something hard 
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10 come by in the ICU situation. Basically, 1 hesitated to ask for amenities, 
when others around me were also very ill- 1 longed for one of those old- 
fashioned private .duty nurses we so irreverently called 4 biddies\ whose 
whole purpose would be to fluff my pillow and position me comfortably. 
Naturally, 1 was told that type of nurse was not allowed in the ICU, and that 
such an individual would just be in the way of the more crisis-oriented, and 
sophisticated, unit staff. 1 tried to tell them that 1 really did not care about 
the machine any more, that the President would have a creature comfort 
nurse, that 1 would pay for it, etc., but it was all to no avail. 

After a time, having long since lost any ability to control the situation 
physically, 1 also began to lose emotional control. At times 1 was frankly 
psychotic. Intermittently 1 realized this, and was both very frightened and 
embarrassed by it. While intellectually 1 knew what was happening to me, 
and that it would pass if I survived, nonetheless. 1 became quite concerned 
about whether 1 would be whole again mentally. 1 also worried that I would 
never be able to function as a doctor again. I thought about asking to see a 
psychiatrist, but decided that he really could not help in view of the existing 
physical situation. I also was a little embarrassed to acknowledge that 1 
needed this type of help, which was an unfortunate mistake. In coherent 
moments 1 could understand the reason for specific delusional ideas, 
dreams and nightmares. For example, it was not surprising to find myself 
both insecure and concerned about the lack of privacy when 1 found myself 
on the back of a flat-bodied truck in the middle of a corn field at a state fair 
in Kansas. My demand to be pui back in the ICU at the University Hospital 
where 1 would be safe, made obvious sense, and my annoyance at being 
gawked at by the surrounding spectators was understandable in view of the 
lack of privacy in the ICU situation. 1 came to know John Kennedy very 
well as we both sat in the bottom of PT boat 109, a concept engendered by 
the *putt putt* sound made by water in the respirator tubing which is not 
unlike a boat motor. I was repeatedly concerned that the place was being 
robbed and no one was doing anything about it, perhaps reflecting the 
stealing away of my he?hh without recourse. Frequently, when the bed 
sheet was stained with a drop of blood, 1 asked for a new one. The nurses 
had trouble understanding that during the night the werewolves and vul- 
tures came and ate any blood spots, leaving me cold and shivering with a 
cover full of holes. 1 was appreciative of those who were wise enough to 
react to my mental aberrations with a sensible, straightforward attempt to 
reorient me, and angry later with anyone who led me on during one of my 
trips'. 
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Towards the enu of the 1CU experience, when sleep deprivation, mor- 
phine and the intensity of my physical problems were no longer interacting 
to produce psychotic thinking, this was replaced by fear that 1 just would 
not be able to hack it emotionally until 1 could escape from the unit. 1 began 
to cry at the sight of my wife entering the room, and at the mention of the 
family dog, let alone our children. On the last day, when there was a retrac- 
tion of '.he promise that 1 could leave the unit that morning, because my 
blood gases were not adequate, 1 told my doctor that 1 just could not stand it 
there any longer, and that 1 absolutely had to go. If there is heaven on earth, 
it is the private room to which I was transferred, where it was clean and 
quiet, and where my very own private duty nurse could take care of my 
basic need for comfort, without being a slave to the respirator and its atten- 
dant demands. 

1 am often asked if 1 suffered much pain during this experience. !ij 
actuality 1 did not, and indeed pain, when it was an issue, seemed readily 
relieved by morphine, A more important and difficult challenge was being 
just plain miserable. Under this heading. 1 include the problem of being 
chronically uncomfortable, with multiple chest tubes making it impossible 
to move or breathe without a sharp reminder, and the raw post-tonsillec- 
tomy feeling in one's throat after a nasogastric tube has been in place for 3 1 
straight days. Also included in the misery category are the problems of 
nausea, abdominal cramps, and hiccoughs, of feeling dirty, with no decent 
bath or shampoo for many weeks, the bad taste of an oral fungus infection, 
and multiple other minor indispositions. Sleep deprivation was also a very 
difficult contributing problem for me. For the first five days on the respira- 
tor. 1 essentially had no sleep and finally bargained with m> doctor to close 
the curtain around the bed and leave me totally alone for two hours so that 1 
could regain the strength to go on. I remember very vividly telling him that 
if 1 died, I died. Time, in general, passed at a snail's pace, and most nights 
seemed interminable. 

The problems of communicating were serious and varied. It was very 
difficult to write everything laboriously on a clipboard all of those weeks on 
the respirator. Indeed, one of my very favorite visitors was one of the hos- 
pital res? arch staff, who had been totally deaf since early childhood, and as 
a result, could read lips expertly. For him, communicating with me was no 
different than with anyone else. With little to divert me, 1 became terribly 
tired of thinking about myself incessantly. Finally, Dr. Rogers brought me a 
transistor radio, and I suddenly again became aware of an outside world. 
There were even those times when the problem of communication was 
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dangerous. On two occasions, the janitor pulled the respirator plug out of 
the socket without realizing it, leaving me on a closed system with no 
movement of air. J am told that emergency alarms were supposed to go off, 
but my only memory was having to detach the respiratory lube from the 
tracheostomy myself in order to breathe room air. 

Another question commonly asked of me concents whether I thought 
about dying. This was an all-pervading and relentless issue, though my 
thoughts ultimately became quite ambivalent. Most of the time I was very 
frightened that 1 would, though 1 derived some comfort during the long 
hours I spent preoccupied with this issue, from the fact that I had had the 
opportunity '.o arrange my economic affairs in a way that would enable my 
children to be educated and my wife to be comfortable. There were other 
times, however, when I was so tired of plugging on. that I wished I would 
just go to sleep forever. Lastly, at times there were some thoughts about 
committing suicide. I <vas frightened by such thoughts, and it took the 
nurses some time to understand the origin of my occasional questions con- 
cerning whether the unit windows were locked. Much of the time was spent 
thinking nostalgically about my family and about all the everyday things we 
take for granted, but which now suddenly were to be no more. I would not 
see the Philadelphia Eagles play again or again drive along the River Drive 
at cherry blossom time, or see who would win the election. Later, I realized 
that all this constituted a type of preterminal mourning process. One of the 
most distressing aspects of my preoccupation with dying was a recurrent 
dream which 1 had many times a night even after I was convalescing at 
home. Simply stated. I was placed on a stretcher, just as I had been for 
countless excursions to X-ray, the OR. Physical Therapy, etc. This trip, 
however, took me down into the bowels of the hospital where a door was 
opened into a room with five tables. On four of the tables were bodies and 
the fifth one, in the middle, was empty. At that point the morgue attendant 
indicated that I was to climb up there, and my autopsy began. 

There was little opportunity to talk about all of this, and in fairness to 
my doctors and nurses, I gave little indication of my preoccupation with 
death and dying. On one Sunday morning, however, I did finally tell the' 
assembled group at the bedside that 1 was very fearful of that possibility and 
that I bad to talk about it True to storybook fashion, each person in the 
retinue physically drew back in response. The distance was perhaps only a 
quarter inch, but it was perceptible and obvious, and my reaction was to feel 
somewhat sorry that I had laid such a difficult situation on them. 1 realized 
that nowhere in our training at the time, had anyone taught us how to deal 
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with such a statement from a patient. My senior surgeon, Dr. Rhoads, how- 
ever, responded straightforwardly and appropriately to my pleas, commu- 
nicating openly that the physicians also had been very concerned that I 
would die, but was then able to point but that each day I was a little better 
than the day before, and thai they were cautiously optimistic that 1 would 
survive. This open exchange was very comforting to me and 1 did not again 
during my illness have such a compelling need to discuss these issues. How- 
ever, adding to the total misery of the situation was the never-ending anx- 
iety and resulting depression over my long-term prognosis. Even after it 
became clear, even to me. that 1 would survive, it was by no means clearly 
to any one whether 1 would be more than a respirator)' cripple. 

1 cannoi leave this discussion without acknowledging the tremendous 
support provided by my wife. While she was pregnant, and ultimately deli v- 
ered our baby alone, by natural childbirth, four days before 1 left the hos- 
pital, she nonetheless was able to give selflessly throughout my ordeal. 
Because she had been an intensive care nurse herself, she was what the 
nursing staff termed a 4 good visitor* and thus was allowed to stay after 
hours. I became totally convinced of the importance of a critically ill patient 
having his family with him for more time than the negligible visiting hours 
allowed in most intensive rare units, and subsequently, have worked hard 
to get visiting privileges liberalized in our hospital. 



Conclusions 

I came away from this experience with great concern about who should 
receive the type of heroic effort which saved my life. I was naturally very 
grateful that everyone had worked so intensively to get me through it, yet it 
was obvious that the patient pays dearly, both physically and emotionally, 
in such a circumstance. Thus it seems clearly that for the patient who can* 
not get better by virtue of a diagnosis of end-stage malignancy, or other 
terminal disease, this type of care is totally inappropriate. I had many con- 
scious thoughts that living was not in itself paramount and that mainte- 
nance of dignity and quality of life are truly valid concerns. 

Accordingly, in the end, to me the two biggest decisions concerning the 
respiratorare whether to use it at all and, subsequently, when to turn it ofTif 
the patient is not salvageable. However, cessation of an aggressive approach 
does not mean cessation of 'intensive care*. It does involve, though, accep- 
tance of different goals, i.e., comfort for the patient and sensitive support 
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for the family. These lessons from my personal experience led to my 
becoming involved with the hospice movement, which was just beginning 
in the United States at that lime, for it was clear that the hospice philosophy 
was much in keeping' with these concepts. 

I would like to think that my experience has ueiped me to be a better 
doctor in a number of basic ways. I hope, and trust, that I now find it easier 
to listen to the patient I no longer use machines and other intensive sup- 
portive procedures simpty because they exist. ] am able to talk more easily 
with sick people now that 1 have been there, and 1 understand that these 
patients are preoccupied with the fear of dying and want to talk about it. I 
am much more liberal with the use of morphine, when indicated, and can 
accept comfort as an end in itself. ]n short, 1 am able to deal better with the 
fact that some patients should be allowed to die quietly, with dignity, and 
without machines. 

So, my final message is that we must not become a battery of specialists 
rendering superior treatment while care is absent. The patient should be the 
beneficiary of what we are doing, and not the victim. We must always keep 
our perspective, and not get lost in the maelstrom of our technology. We 
must always keep track of where we are going with our machines, not only 
medically and scientifically, but also economically, legally, morally and 
humanly. 



E.D. Viner, MD, 

Head, Hematology-Oncology Section, Pennsylvania Hospital 

Clinical Professor of Medicine, University of Pennsylvania School of Medicine. 

727 Delancey Street, Philadelphia, PA 19107 (USA) 
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APPENDIX 4 

October 15, 1985. 

Mr. Chairman, in order to help ensure that all sides of this issue are represented, 
1 would like to present this statement by Doctors for Life written by Dr. Anne E. 
Bannon and Dr. Joseph R. Stanton. 

Dr. Stanton was the witness who was unable to testify due to the limited time 
available for the televised hearing. 

PAfllCK L. SwiNDALL, 

Member of Congress. 
Doctors For Life, 
St. Louis. MO, September 30, 1985. 

House Select Committee on Aging, 
U.S. Capitol 
Washington, DC. 

Honorable Magistrates: We addess you in behalf of Doctors for Life. We have 
been informed that you are holding a hearing on Death with Dignity and the Living 
Will. Each member of Doctors for Life is committed to both life and death with dig- 
nity. 

We wish to be recorded as opposing formally legalizing the Living Will because of 
inherent dangers in that instrument. 
We hole: 

(a) That the living will gives no right to the competent patient that the person 
does not already possess. 

(b) That there is no "right to die". 

(c) That death is a genetically inbred inevitability, inherent in the very humanity 
of every individual member of the species homo sapiens. 

(d) That dignity in dying and in death is not created or conferred by a printed 
piece of paper, by legislative decree, or judicial flat. 

(e) That for the human person /patient food and water (nutrition and hydration), 
warmth, competent and compassionate medical and nursing care and hygiene are 
basic humai rights not medically discretionary items. 

(0 That such dignity as exists in dying ana in death is never lost if the patient/ 
person is cared for with the respect due to the dying human person. 

(g) That the existence of a living will signed in a time of health without informed 
consent as to the illness, in which it may be brought to bear may in fact deprive the 
incompetent patient of what would be the appropriate treatment based on the ap- 
propriate best medical judgment of all the circumstances at that time. 

(h) That is not a quantum leap from the "useless eaters' 1 of the 3rd Reich to the 
"biologically tenacious individual", the "chronic vegetative slate 1 * and "incapability 
of return to cognizant and sapient behavior" as some ill and Incompetent Americans 
have already been referred to in court decisions, legislative hearings, and in Ameri- 
can medical and ethical articles. 

(i) That attempts to broaden the definition of "terminatiy ill" from "imminently 
dying" to "whop death may be expected in a year or so" creates a one size fits all 
definition that may be applied to almost any person over a certain arbitrary age. 

That in states having a living will on the books five years and longer, there 
exists no documented evidence that it to either widely utilized or that it solves the 
problems. Indeed, there is evidence to the contrary. 

(k) That were the uniform living will law enacted, it puts a tool in the hands of 
those who in the name of cost cutting and utilizing scarce resources, might deprive 
aged and dependent patients of their basic constitutional right to life. The demo- 
graphic factors already locked in place clearly indicate that there will be increasing 
numbers of elderly as we move into the 21st century. They will be expensive to care 
for and sustain. The deck should not be stacked against them. 

(1) That the chief forces propagandizing for the living will are the Euthanasia 
Eduational Society, The Right to Die Society, and the Hemlock Society. We believe 
that there exists no genuine urgency to create a uniform living will That such pres- 
sures as do exist come largely from such propaganda groups and their allies in the 
media stampeding legislatures like lemmings to fly off the cliff. 

We draw to your attention the subjects of two Massachusetts Court cases, a) an 
the matter of Hier E84-592 and b) Brophy v N.E. Sinai Hospital. The patients, in 
both of those cases, are alive at the moment we write. Had either of these living 
patients signed living wills in the past, they would most probably not be alive today. 
Their continuing life was protected by existent law which allowed the appropriate 
best medical judgment to be determined and to be followed. 
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There is a growing concern that a uniform living will act may become a death 
warrant for aged and impaired Americans. Even now, papers are surfacing in the 
medical and ethical literature under titles such as "Against the Emerging Stream", 
Arch. Int. Med. H5 129, 1985 by Siegler, M., M.D., and Weisbard, A.J., J.U. We urge 
careful attention to this counter tide even now emerging and growing. Thus far, 
only proponents of the living will have had media attention and that distorts per- 
ception from reality. 

We suggest that your true warrant lies in the ideal expressed by Thomas Jeffer- 
son that "the care of human life and happiness and not its destruction is the first 
and the only purpose of good government/' We ask fidelity to that warrant. We fur- 
ther request caution as you proceed and openness to the real concerns enumerated 
in this statement. 

Indeed, each of us and others of the Board of National Doctors for Life would be 
pleased to appear before you and testify at any time. 
Respectfully, 



Anne E. Bannon, MD., F.A.C.P., 

President, National Doctors for Life, 
Joseph R. Stanton, M.D., F.A.C.P. 
Member, Advisory Board, National 
Doctors for Life. 
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American Association or Homes for the Aging, 

Washington, DC, October 28, 1985. 

Hon. Edward R. Roybal, 

Chairman, House Select Committee on Aging, 

Washington, DC 

Dear Chairman Roybal: The American Association of Homes for the Aging 
(AAHA) commends you for e ^dressing a most sensitive and thought-provoking issue 
in your October 1st hearing, "Dying With Dignity: DifflicuTt Times, Difficult 
Choices/' As an Association representing over 2,700 nonprofit providers of housing, 
health care, long term care, and continuity services for the elderly, we are keenly 
aware of the complexity of this issue and the overriding need not to lose sight of the 
terminally ill person's total care needs— psycho-social and spiritual as well as medi- 
cal — which require patient and family involvement and compassionate caregiving. 

We are very pleased to have this opportunity to share with you a speech by Mon- 
signor Charles Fahey, Director of the Third Age Center at Fordham Univesity, on 
"The Quality of Life ... The Dignity of Death/' Monsignor Fahey, a past president 
of AAHA and long-time member of the Association, presented this speech to the 
AAHA membership at the Association's Annual Meeting in San Antonio last year. 
We believe that this speech presents an important framework for discussion and 
public policy decision making regarding death and dying— discussion that must 
extend beyond the legal implications of medical technological and encompass the 
ethical and moral dimensions of caring for the terminally. 

Thank you again for your attention to this most important issue. 
Sincerely, 

Dean Sagar, Director of Qovernmnet Affairs. 

Enclosure. 

The Quality op Life . . . The Dignity op Death 1 

It is a pleasure to be here with you today. However, the subject of the quality of 
life and the dignity of death is not as easy one. What I propose to do today is to 
present to you a challenge and general framework within which that challenge 
might be dealt with. I take this approach because there are no easy answers or pre- 
scription for behaviour in addressing death with dignity. Rather, I am going to give 
you an overview and talk about it not ever being this way before. I am going to 
speak about the competence of AAHA generally and your particular facilities. I'm 
going to talk about the necessity of both discernment and action, and about the pub- 
licness and the privateness of death. I am going to speak briefly about the interac- 
tion of law, ethics, morality, and values. I am going to speak specifically about the 
typography that we must deal with inevitably. Then, I am going to make a modest 
proposal for you as a group, for up as an organization, and for your individual facili- 
ties. I'm going to speak to its importance and to its possibility That's a large agenda 
and it's complicated; yet, there is no way that we can deal wkh this agenda without 
nuancing it and without putting it together with, its different, various elements. 

I begin with the theme that some of you have heard me give before but not pre- 
cisely in the same way because it has never been this way before. Indeed, we cannot 
put new wine into old wine skins, or sew old cloth with new thread. 

We need to take a look at the reality of today, and to take our considerable 
wisdom, knowledge, and commitment and deal with today and tomorrow's reality. It 
has never been this way before because of the sheer numbers that are involved. It 
has never been this way before because we have been successful in decreasing mor- 
bidity and mortality for every age cohort, but we also have a secondary and unin- 
tended effect— a rise in both the incidence and prevalence of chronic disease among 
many of our people. We always have to be careful to remember that among the old, 
the frail will always be the minority; yet, it is a minority which is increasing both 
in numbers and significance. So it's never been this way before in terms of the type 
of conditions that people face and the degree of fraility and vulnerability. At the 



1 This is an edited version of a jpeech. written and presented by Monsignor Charles J. Fahey, 
Director of the Third Age Center, Fordham University, New York, NY, at the American Asso- 
ciation of Homes for the Aging's 1984 Annual Meeting in San Antonio, TX on October 29, 1984. 
Monsignor Fahey is a past President of AAHA and a long-time, active member in the associa- 
tion. 
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of this, we are not talking about others, we are talking preeminently about our- 
selves. 

This b-ings me to the fourth point about death and some notions in regard to it. 
Death is not an easy subject; it is not easy to deal with it out there. It's harder to 
deal with it within ourselves, whether the within ourselves is the tears we weep for 
a parent, spouse, a child, friend, a person with whom we worked. And all of us have 
shed those tears even as we have struggled with it intellectually. There would be a 
dichotomy that I would set up that is somewhat faulty but is nevertheless useful for 
our discussion. One can look at death as intensely personal, always individual, and 
always private. Indeed it is all three. However, we can also look at death and say 
that it is always social, always involves others. There are generic elements to it be- 
cause we share the common human nature and therefore there is a universality 
about it. 

We can also say that it is public because it always involves people and often it 
involves resources in one way or another, to which strangers have contributed. 
There is a great temptation in our society to focus on one or the other of these two 
extremes— to make death an entirely private affair or to make it an extremely 
public affair. And I say we cannot do either. You know in moral reflection, just as 
in all the rest of human existence and in the public sphere as well, it's always so 
easy to go for solutions that are black or white, yes or no. But all of human exist- 
ence, including moral kinds of reflection, involves the area of greys. So we affirm 
the mystery of life, the death of personal emotion that is involved with the circum- 
stances of death, and we recognize that theology and philosophy are preeminently 
there to serve us as individuals in dealing with the mystery of life and death and 
suffering. And indeed we always affirm that it must be something that has lived 
within the private and personal context of families and friends. 

But even as I affirm the latter, we begin to see the public nature of it. It is social 
in that it always involves family, friends or others, or helpers, if you will, like you 
and me. Death in our culture almost always occurs in social institutions, in hospi- 
tals or In nursing homes. It rarely happens now in one's own home. Government 
has a prima facie responsibility in regard to the protection of life. By its very 
nature, government is pro-life, protecting those who are most frail and vulnerable. 
And in a more subtle, yet important way, whether or not government uses its 
taxing power, and how it uses it, is instrumental in many instances of whether 
people will have life or death. Surely government has the responsibility in regard to 
those processes around decision making at least. Therefore, we must deal with both 
the private and the public, both the personal and the societal, both the individual 
and the generic, and all are part of our reflection in regard to death. 

My fifth major point is a tough one, but I must deal with it for a moment. It's 
about the law, morality and ethics. I think that it is very important and let me start 
with the word "values". Values is not an unambiguous word. It is a word that is a 
way of describing reality; it doesn't necessarily mean something good. So, the people 
who are involved in sociology, the number crunchers like myself, are comfortable 
with values. We tend to go out, look at things, and measure how people actually 
function. We say that's normative because that is what they are doing. We also will 
ask people what they think. This also becomes the way we look at behavior. Thus, 
we are able to identify perhaps what values groups of people hold, but it begs the 
question of what the values ought to be in the first place. This is where both morals 
and ethics come into play. 

Let me take a moment to describe what I mean by those two words. Morals and 
ethics are a way to look at behavior; they're looking at the oughtness of personal 
behavior of individuals, the oughtness of interpersonal relationships. They re talk- 
ing about the relationships of groups with individuals, about society and individuals. 
And more recently, we recognize they are talking about the acts of government as 
well. There is a moral and ethical quality in all of these areas. Each is a discipline; 
the urea of morality tends to come out of a religious tradition; the area of ethics 
comes out of a philosophical tradition. De facto, as we put them together, they are 
intertwined. Each religious tradition has a view of reality. And as soon as we have a 
view of ivality, particularly one that comes from reflection on a relationship with 
the supreme being, it has implications in terms of our behavior. Ethics, on the other 
hand, is a discipline, with its own norms and its own way of going about it, but it 
takes the common human experience and puts a value upon action in terms of its 
oughtness, in terms of that which is better, and that which is worse. There can be a 
great deal of confusion involving differing perspectives on moral and ethical values. 
But 1 would affirm to you that the question of reflection on moral and ethical values 
is critical in our society, and it is different than law. 
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Note the difference: law is something that is extraordinarily important in our so- 
ciety. However, by its nature, it is generic and it is broad. It tends to serve as a least 
common denominator and it cannot require that which is better or that which is 
g \\ r ** notnin 8 to do with virtue. Allow me to suggest an example of the differ- 
??°?>' u ? an . conscript young people to serve our country in the armed services— 
that s the legitimate area of law, but law cannot say to us that we must be patriotic. 
That s in the area of morals and ethics. Morals and ethics talk about attitudes, and 
internal convictions while, by and large, law is concerned with behavior and has 
little to do with intent. 

On the other hand, at the very heart of morals and ethics is intent because that, 
after all, is what gives us values as human beings. It influences how we act and 
what our intentions are in terms of good and evil. Therefore, as individuals and as 
professionals and as group providers, as state associations and as a national associa- 
tion, we have two-prong responsibility. We need to develop a moral and ethical per- 
spective in regard to death, dying, and those who are in the process. We also need to 
be engaged in the question of how much law, whether state or federal government 
should be involved, relative to death and dying. 

Sixth, what I am saying is that I think this is the moral territory that we, as a 
societal group, have to reflect upon and investigate. I have identified five general 
areas that constitute the territory or typography for discussion and reflection. First, 
when does life end; that is, the determinaton and definition of death. The second 
area involves the process of dying for those who are clearly near the termina- 
tion of life. Third is the question of those who are severely disabled who would oth- 
erwise survive except their various bodily systems are weakened and are vulnerable 
to disease, and the way in which we go about either preventing the disease or inter- 
vening therapeutically, so that the disease will not cause death. Fourth is the area 
of decision making in all of the above three. Fifth, and not the least important by 
any means, is the question of supportive interventions, of a caring community if you 
will, in regard to those who are dying. I would like for a moment to reflect on each 
one of these briefly. 

First, note there is a difference between the definition of death and its determina- 
tion. In terms of defining death, we do it only for public purposes. Death is a mys- 
tery; no one knows when someone dies. Nobody knows. The only clear indication of 
death is actually when purification comes into play. Who knows what tomorrow 
will bring. But for thousands of years, common law, the practice in our facilities, 
and often statutory law have reflected one test, the cessation of breathing, of heart- 
beat as being the sign of death. Indeed, that has been sufficient and necessary to 
bring about a formal determination of death for public reasons and also for inter- 
ventions. On the other hand, everytime we make a discovery we find that these 
kinds of definitions may not be all that certain. CPR, for example, has brought into 
play the ability to recussitate people. So the old test we all held so firmly became a 
little more tenuous in terms of its universality and its applicability. Yet, we have all 
experienced the excruciating kind of process in which we maintain the heart, the 
lungs and circulation, but what we don't maintain is the function of the brain. And 
many jurisdictions have in effect said that for public purposes, intervention need 
not go beyond a certain point; that is where there is total and irreversible brain 
functioning of the total brain. This is accepted by and large by ethicists and moral- 
ists as well as in many states. Frankly, I suspect that the determination and defini- 
tion ot death is not the area of greatest challenge for us. 

t My second point is where we do have problems and enormous challenges and that 
is in the dying process itself. There are always two questions here and I want to 
defer on the one about decision making. When we attend conferences on death and 
dying regarding the legal and ethical implications, it fascinates me because the 
people presenting are doctors and lawyers who, by and large, focus on competency, 
due process, and how you avoid liability. Very few of them are talking about the 
basic oughtness of death and dying: how are people informal, how ami informed, 
how is my family informed about what ought to be done in the dying process. This 
is really the question that faces us. In a book by Dr. Clements, there is an article by 
theologian John Bennett in which he notes that by and large, religious tradition 
which has addressed this issue most extensively is the Roman Catholic out of the 
declaration of Pope Pious XII which say that, one way or another, the concepts of 
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to be extraordinary t today becomes ordinary. We have seen a development and an 
evolution not only up Catholic moral theology, but generally speaking in many of 
these conferences, of a greater specificity in the area of extraordinary. It no longer 
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solely involves discussion of the complicated procedures and technology, but it also 
involves considerations such as: 

Is it there merely to prolong life wihtout anything more (a person not being capa- 
ble of any cognition)? Does it involve the alleviation of pain or doesn't it? Is rehabili- 
tation possible or isn't it? Is there a cost involved, an economic cost to the individ- 
ual, to the society, are there other kind of costs? Is there convenience involved to 
the individual or to others? The moral equation is never easy; it isn't a mathemati- 
cal formula, it's a human judgment. What usually is involved is not a question of 
good and bad, but a conflict of two goods. We must struggle with that but the little 
time we have available makes it difficult for me to distinguished it too well. I would 
merely note two specific areas of special concern to us. One is in the use of drugs 
that can be foreseen to shorten life, but on the other hand, can be seen to alleviate 
suffering. There seems to be a consensus that such a use and intention for the ter- 
minally ill is within the context of good morals and ethics. The more difficult issue 
is the question regarding the noncompetent individual, totally incapable of any self- 
care, in terms of how we provide food and water, particularly in the instance of 
having to provide it intravenously or through tubes. 

The third area of this typography has to do with disabled persons and their dying. 
The state of Minnesota and others have tried to codify this. Whether it be a disabled 
child, a demented person of any age or someone who is very old, they are not dying. 
However, the very nature of the dementia or the disability renders such a person 
particularly vulnerable to other assaults from various natural sources, such as the 
immune system isn't as strong. Critically in this area, from an ethical point of view, 
is the question— what should be done in this instance? Is it necessary to provide cor- 
rective kinds of therapies, preventive and prophylactic kinds of therapy? Is it neces- 
sary when disease comes to intervene in the lives of these individuals? In this case, 
who ought to make the decision, and what should be the role of law? 

The next area I draw to your attention is the question of decisions around death. 
We have to issue of the person himself who is competent and all those things that 
have to do with instrumentalities before the person becomes incompetent and how 
they bind us. With regard to the incompetent person, the issue involves the role of 
family and all these other things, or those who stand in the place of family, the role 
of the conservators, the courts, etc. 

Again, all the conferences tend to focus on this and I won't belabor them. Another 
issue regarding decision making is one that I don't think we fully recognize. It is the 
issue of the group provider and its decisions regarding various issues of dying. Facil- 
ity A, B, or C is also involved, not only the individual, family and doctor. As soon as 
a person walks through the door of a nursing home, hospital, or in the context of a 
home health agency, certain responsibilities are both explicit and implicit about 
that facility itself, its moral stance and its views. What is the moral stance in 
regard to death and decision making of the facility and how does it engage itself 
through its practices, policies, and procedures? In addition, we need to look at the 
interaction of professionals within a facility. At least some, if not most, cases being 
brought before the courts at the present time in the area of appropriateness of 
treatment are being brought by one staff member of a facility against another, the 
nurse versus the doctor versus the adminstrator. How one develops a corporate cul- 
ture in which all are involved and to which all are held accountable is an important 
issue in which we all need to be engaged. 

Finally, with regard to decision making is the fact that rankly, many of the deci- 
sions regarding the dying and our capability to deal with them will be made in 
Washington or state houses throughout the United States. These decisions are about 
what we will spend our Medicare and Medicaid money on. Indeed, decisions affect- 
ing us are also being made in Blue Cross plans and private insurance, as determina- 
tions are made regarding what we will pay and will not pay. Sometimes it is spoken 
of as upstream violence. Whatever it is, these areas have great implications for the 
range of choices we have at the local level and what we do or don't do are funda- 
mentally a result of the values we articulate as a peopk Pulbic policy doesn't result 
from a moral process but from a political one. However, it is the values of families, 
individuals, and trade organizations that become part of the political process, evolve 
a statute, a regulation, a reimbusrement policy— all of which take on a moral qual- 
ity and are subject to the question of moral analysis in terms of the goodness, the 
badness, the preferability of choosing one path over another. We must do that as 
well. 

The last area of moral territory involves the question of how do we let people die 
with dignity within the context of our moral decisions. I believe we've done some 
things in this area as an organization, but I think we need to do more. You know 
that every nursing home is a hospice to some extent and again, hospice has come 
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into being out of revulsion due to the high technology and the fractionalized way we 
do things. We need to develop a body of knowledge about the actual process of 
achieving death with dignity that is represented in the field by AAHA which will 
not only inform ourselves but also our brothers and sisters in the broader communi- 
ty. 1 11 pick on no other group except the clergy. Frankly, Fordham has engaged in 
some examination nationally of pastoral care of the most frail and most vulnerable 
which discloses that there are voices in the wilderness, there are charismatic indi- 
viduals, there are some people who bring tremendous gifts to bear with those who 
are dying or those who are disabled But they are the exception, not the rule. By 
and large, the pastoral care for people who are frail and vulnerable is poor, even in 
religiously oriented facilities and programs. 

This leads me to my conclsuion and I would make a proposal that hopefully is not 
too modest, yet which I think is extraordinary important, and is based upon all I 
said before. Death and dying are extraordinarily important events in the lives of us 
all— personal, individual, and private. But inevitably death and dying are public; 
they are societal; and they involve groups. We may wish it to be different, but in 
our interdependent society and the litigious world in which we live, with the kind of 
ways we solve problems, this issue is in the public forum. And I feel the public 
forum will be improverished if AAHA, as a movement and an organziation, does not 
strive to develop a position and perspective on all of this moral typography about 
which I ve spoken today. We have said it in the past and we say it again here, every 
AAHA member should state its values, its beliefs, its philosophy, its conviction, not 
only in regard to life but regard to death. And there should be found in each of our 
statements a purpose, an articulation of our perspective of how we deal with death 
in our facilities. 

Indeed, there should be an articulation in policy and procedure, and indeed a 
process for reflection so that we hold ourselves accountable to our own constituency, 
our residents, and to the broader community in this regard. Frankly, I feel that 
there is far more consensus than division within the House. I think that this is ex- 
traordinary important for two reasons. It is important because of the subject itself. 
We see that the nature of the law, although developed and implemented by well 
meaning legislators and government administrators— many of whom, in my judge- 
ment, are our heroes— is clumsy, unfeeling, and professes to be value free to a large 
extent But, of course, it isn't. Can you imagine today trying to write the Constitu- 
tion or the Bill of Rights? We hold these truths to be self evident that all people are 
created equal endowed by their creator with certain unalienable rights. Today, we 
simply couldn t do it in our culturally pluralistic society. However, we as an associa- 
tion can work together to address the process of death and dying. 

I would foreclose with this last thought. Not only would this action be significant 
as far as death is concerned, but it would be significant in terms of the interaction 
of the private and public sectors. Frankly, I am appalled by the politicization of reli- 
gion and moral values and suspect that there will be a revulsion of this in our socie- 
ty as a whole. Yet, whether it be war and peace, the solution to Medicare and Med- 
icaid, or the national debt., we are going to be faced with the kinds of critical deci- 
sions in the future that require of us absolute moral reflection and synthesis and 
critical kinds of thinking and discernment We must understand what we want the 
Social Security system to achieve and how it is going to do social justice at the heart 
of it. We must be involved in all of these areas from a moral and ethical point of 
view. Our society desperately needs an experience in which thoughtful and caring 
people come together and develop a consensus on some issues and, where consensus 
is not possible, develop a civil way to discuss areas about which we disagree. Oliver 
Wendall Holmes said that democracy is predicated upon people who act ethically. 
We can never be satisfied with law alone to govern our behavior or we would have a 
fascist and totalitarian state. Tough cases make bad law. Many tough cases make 
for oppression. We are in a field that often has seen those aphorisms realized. John 
Courtney Murray, the distinguished Jesuit who had so much to do with Vatician II's 
declaration of regligious independence, noted— in "we hold these truths'— that de- 
mocracy presumes a virtuous people; and virtue is not a product of law, but law is a 
product of virtue. Sure, we make mistakes at times, but by and large we are a virtu- 
ous people. I have great confidence that we can meet this challenge because you are 
people who care and love and, indeed, you are people who can struggle together 
with these issues of the quality of life and the dignity of death and share the results 
with our whole society. Thank you. 
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APPENDIX 6 

Nursing Home Action Group, 
St. Paul, MN, September 28, 1985. 
Re. October 1, 1985, Hearing on "Dying With Dignity" 
Mr. Gary Christoprrson, 
House Select Committee' on Aging, 
Washington, D.C 20515 

Dear Mr. Christopherson: The Nursing Home Action Group has just learned that 
there will be testimony October 1, 1985, before the House Select Committee on 
Aging on the topic, 'Tying With Dignity." 

We are very concerned about medical neglect and abandonment of persons with 
severe physical or mental disabilities. We have seen instances of discrimination 
against patients on the basis of their age. Vulnerable individuals sometimes have 
been allowed to decline into so fragile a physical condition that it appeared appro- 
priate to stop treatment In fact, some nursing home and family conditions may ag- 
gravate this problem. (Please see May 10, 1985, Report by the Chairman of the 
House Subcommittee on Health and Long-Term Care.) 

Because we have just learned of the October 1 hearing and understand the topic 
is quite broad, I am enclosing copies of the following for submission as written testi- 
mony: 

1. Statement of concern about the "Uniform Rights of the Terminally 111 Act," 
August 1985. 

2. Statement of concern about a living will bill which was tabled during the 1985 
legislative session in Minnesota. 

3. A Commentary about death-allowing care for persons with severe mental and 
physical disabilities. 1984. 

4. Resolutions by disability rights groups against limitation of treatment based on 
disability, 1983, 1984, 1985. 

5. Commentary about the matter of Karen Ann Quinlan. 
Thank you very much. 

Sincerely, 

Jans D. Hoyt, Chairperson. 

Enclosures. 

Nursing Home Action Group, 

St Paul, MN, July 30, 1985. 
Re (a) Multiple concerns about the proposed "Rights of the Terminally 111 Act" 

(August 1985 draft); (B) Request for delay of final consideration of this act 
Richard C. Hite, 

Chairman, Drafting Committee on the Rights of the Terminally III Act, Minneapolis, 
MN. 

Dear Mr. Hite: Please give consideration to the following list of concerns about 
the proposed "Rights of the Terminally 111 Act." Because of these concerns, we wish 
to request a delay in final consideration and voting on this act proposed by the Na- 
tional Conference of Commissioners on Uniform State Laws. 

(1) The title of the proposed act is a misnomer.— This act is called "Rights (plural) 
of the Terminally UT; however, there is basicially only one "right" stressed here, 
namely, the right to have treatment withheld. There is no mention of ensuring com- 
fort and alleviation of pain, of continued high standard of nursing care, etc. for the 
dying patient Omission of such rights is one of several ways in which this proposed 
act seems not to focus on protection of the patient. 

(2) There seems to be some confusion of concepts,— On Page 1, about half-way down 
the first paragraph in the Prefatory Note, is the sentence: 

"Its (the act's) impact is limited to treatment that is MERELY LIFE-PROLONG- 
ING, and to patients whose terminal condition is irreversible, whose death will soon 
occur, and who are unable to participate in treatment decisions. (Emphasis added.) 

Surely what is meant is "MERELY PROLONGS THE DYING PROCESS," which 
is conceptually and, from a legal standpoint, significantly different from what is 
stated in the proposed act 

(3) The role and rights of nurses are given less consideration than physicians and 
facilities.— On Page 1 at Paragraph 3 (3) of the Prefatory Note, there is no mention 
of nurisng staff— Just of physicians and of facilities. It seems only fair that nursing 
staff should be accorded equal rights and consideration with physicians and facili- 
ties in such legal matters. 
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(4) There is an erroneous and confusing definition.— In Section 1. Definitions, at 
(4), it is stated: 

. "LIFE-SUSTAINING PROCEDURE" means any medical procedure or interven- 
tion that, when administered to a qualified patient, will serve only to PROLONG 
THE DYING PROCESS," (Emphasis added.) 

This definition of "life-sustaining" is inaccurate and confusing, giving a meaning 
opposite to what the words actually mean, it would seem more accurate to have, for 
example, a definition for "prolonging the dying process." (This problem occurs also 
in Section 8 at (d).) 

A "life-sustaining procedure" sustains life. Insulin is a life-sustaining medical 
treatment for diabetes, and dialysis is a life-sustaining procedure for renal failure— 
but they would not be considered "life-sustaining" measures under the present defi- 
nition in the proposed act, which would be ridiculous. 

w£ Particular danger is that many serverely disabled people (with, for example, 
MS, Alzheimers, stroke, spinal cord injury, etc.) could be mistakenly considered to 
be in a "terminal condition" under Subdivision 8 of the Definitions because they (1) 
have an incurable or irreversible condition and (2) might die within a "relatively 
short time" if they were not given antibiotics or assistance with hydration which 
would both be considered "life-sustaining" procedures in the ordinary, dictonary 
meaning of these words— but not by the definition in this proposed act. 

Using Subdivisions 4 and 8 ("life-sustaining procedure" and "terminal condition") 
to define each other only compounds the confusion as to what the terms mean. 

(5) The Comment section on Page 5, paragraph % under Definiitons states an inten- 
tion which is omitted in the proposed act.— It is stated: "Though the Act intends to 
err on the sie of prolonging life, . . ." Nowhere in the proposed act itself is any 
such intention made explicit. 

(6) The euthanasia disclaimer, which comes almost at the end of the proposed act, 
should be more prominent.— Because of widespread concern about euthanasia, and 
because of the drafters' stated intention that this proposed act "err on the side of 
prolonging life," it would be well to give the euthanasia disclaimer much more 
prominent placement, such as at the very beginning. 

(7) The provisions for executing a declaration are too simplistic— Considering the 
very important consequences of this declaration, it is not protective enough to allow 
the comptent adult to execute a declaration at "any time," with no determination 
that the individual was making the decision without duress and was not under the 
influence of chemicals or clinical depression. 

(8) Similarly, there is need for some specific qualifications for the two witnesses.— 
With absolutely no qualifications for the two witnesses, and no determination of the 
condition of the declarant when he/she made the declaration, there are virtually no 
protections against faulty or uniformed decisionmaking on the part of the declarant. 

. The comment section (Page 8) attempts to justify this failing in the interest of 
simplicity and of "relieving physicians of a responsibility to help determine and 
ensure that decision making was done with proper cautions. This failing, this expe- 
diency, gives consumers the impression that a primary objective of the act is to pro- 
tect physicians and facilities. 

(9) A definition is needed for ' actual notice.— In Section 7 at (a), it not not clear 
what is meant by "In the absence of ACTUAL NOTICE. . . ." (Emphasis added.) 
What is an "actual notice?" 

(10) Definition (8) incorporates an unenforceable standard.— The time standard of 
the proposed act, i.e., "a relatively short time," is too loose to be enforceable. Such a 
standard is hopelessly subjective and would permit overly wide variations in profes- 
sional opinion and practice. 

The closer a patient is to death, the more clear becomes the expected time of 
death, and the less possibility there is for misdiagnosis or inaccurate prognosis. We 
would urge therefore that a much more definiite time frame be used, such as "two 
to three weeks in the professional judgment of the attending physician." (Please see, 
for example, the "Do-Not-ftesuscitate guideliens of Beth Israel Hospital in Boston, 
a teaching hospital of Harvard Medical School.) 

(11) The proposed act should provide that the patient must be informed when his/ 
her declaration goes into effect (unless documented as medically contraindicated to 
inform the patient.— According to the comment on page 10 about Section 4, it is only 
'assumed that the patient will be informed. This is NOT protective enough of the 
patient's right to know. 



obtain a second opinion, that reason should be documented in the medical record. 
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(IS) Consultation merely with the patient's family is very limiting.— There are 
many patients who have no families, or who are estranged from their families. It 
may be that there are close friends or other advocates of the patient's choice who 
should be considered for possible consultation in medical decision making. 

(14) Section 5 (c) has a rather low standard for continuing life-sustaining proce- 
dure*-"Probable." 

(15) Nutrition and hydration are considered in the proposed act (SEE Comment sec- 
tion, page 11) to be the equivalent of medical procedures despite a lack of universal 
consensus on the issue— Many patients have little knowledge of legal and academic 
issues of medical ethics before having to make such decisions. Thus, it would be 
more clear, more reasonable, and more protective of dying patients' rights if the 
language of the proposed act explicitly provided for stating wishes about nutrition 
and hydration separately from what are usually considered to be medical treat- 
ments. 

Furthermore, since this proposed act is about rights of the terminally ill, why 
does it "NOT PROHIBIT any action considered necessary by the attending physi- 
cian for comfort care or alleviation of pain," (emphasis added) rather than mandat- 
ing these basic rights? 

(16) An additional immunity is needed — In Section 7 there should be a fourth ex- 
plicit immunity — for "A caregiver who refuses to comply with the declaration in ac- 
cordance with the provisions of Section 6, Transfer of Patients." Otherwise, the im- 
munities fall only to those who hastened death, not to those who in good faith re- 
fused to go along with the declaration and followed the provisions of of Section 6 
instead. 

(17) Clarification is needed under Penalties (or under General Provisions). —Rather 
than merely "assuming" at page 14, second paragraph of the comment section, that 
felonious conduct is clearly covered in other laws of all states, it would be more pro- 
tective of patients and more clear to state: "Nothing in this act shall be interpreted 
to supercede or take the place of any criminal liabilities for intentionally or negli- 
gently causing the death of another." 

Thank you very much for your attention to this request for reconsideration of the 
proposed "Rights of the Terminally 111 Act." 
Sincerely, 

Jane D. Hoyt, Ed.M., 

Chairperson. 
James M. Da vies, LPN, JD, 

Vice Chairperson. 

Nursing Home Action Group, 

St. Paul, MN t August S t 1985. 
Re Reasons for voting NO to the "Rights of the Terminally 111 Act." 
Members, National Conference of Commissioners on Uniform State Laws, 
Minneapolis, MN. 

Dear Commissioners: The NCCUSL, meeting as a whole group, has spent over 
eight hours deliberating on the proposed "Rights of the Terminally 111 Act." It is 
clear that good questions remain about the protectiveness, clarity, and use of this 
proposed act. 

Please consider voting NO when this act comes for the Voting by States this after- 
noon, for the following reasons: 

(1) This proposed act does not intend to promote mercy-killing or euthanasia (Sec- 
tion 9, Subd. (f); nonetheless, the concern remains that euthanasia may be the con- 
sequence of the proposed language. 

The definition of 'terminal condition" is far too broad. A particular danger is that 
many severely disabled people (with, for example, M.S., diabetes, spinal cord inju- 
ries, stroke, etc.) could be mistakenly considered to be terminal because, under this 
proposed act, they (a) have an incurable or irreversible condition and (b) might die 
within a "relatively short time" (an unenforceable time standard) if they were not 
given what are ordinarily considered "life-sustaining treatments." 

How long may the dying process be prolonged before it is considered to be "only" 
prolonging that process? There might be the risk of prematurely cutting off some- 
one's life by months or years. 

(2) The provisions for executing and for witnessing a declaration under this pro- 
posed act are very consequential and very expedient, yet not very protective. 
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Please jte NO so that this proposed act can be more fully considered with a view 
toward balancing patient and physician autonomy and protection. Thank you very 
much for your attention to all the concerns raised by the proposed act. 
Sincerely, 

Jane D. Hoyt, Chcirperson. 
Statement of Jane Hoyt, Chairperson of the Nursing Home Action Group 

My name is Jane Hoyt. I am chairperson of the Nursing Home Action Group, and 
I am active in several other local disability rights organizations. I wish to raise a 
few concerns about House File 1301, the Living Will Bill, but first I want it under- 
stood that we strongly support the Minnesota Patients' Bill of Rights and therefore 
support the first two sentences in the Policy statement of House File 1301, Subd. 2, 
(dated 3-20-85) specifying that competent adults have the right to control medical 
decisions about themselves. We empathize with the frustrations of patients and fam- 
ilies faced with life-and-death decisions, and we understand the worries of physi- 
cians and hospitals with respect to malpractice. 

Our concerns with this bill are — 

First, and most im[ irtant, in Subd. 7, the definition of "terminal condition," is 
confusing. A condition such as cancer may be terminal, yet death may be not at all 
imminent. Because this bill pertains only to the situation in which death has 
become imminent, the word "IMMINENT" is most important and needs to be better 
defined. The word "imminent" should be defined to mean some specified short 
period of time. We would like to recommend the definition given by Dr. Mitchell 
Rabkin in the August 12, 1976, New England Journal of Medicine: Death is immi- 
nent when the condition is irreversible in the sense that no known therapeutic 
measures can be effective in reversing the course of the illness, irreparable, and in 
the ordinary course of events, death will occur within a period not exceeding two 
weeks. 

Furthermore, for the protection of all interested parties, every time the words 
"terminal condition" are used, they should be followed by the words, "and death is 
imminent." It is fairly easy to diagnose a condition as "terminal" but less easy to 
predict life-expectancy after the diagnosis. Imminency of death, if we consider "im- 
minent to mean a very short period of time, can be made with a more reasonable 
degree of medical certainty. The term "no recovery" has also been found to have a 
multiplicity of mear.ngs, depending on one's view of disability. 

Second, for the protection of both the patient and the physician, it would seem 
that a signed, written living will is most protective. The language at the end of Sec- 
tion S indicates the living will could be only oral, with the physician just noting in 
the medical record that the declarant had made an oral statement. Written, signed 
documents must be mandatory; though they could be dictated by the declarant and 
signed by a witness at the direction of the declarant as described earlier in Section 

Third, with respect to £ tion 5 (Revocation), we urge that the living will have an 
automatic revocation i .iot renewed within a specified tirot ;>eriod. such as three 
years. Because of the importance of this document, it should <>e carefully reviewed 
from time to time, giving consideration to changes in personal values and medical 
technology. 

Also, with respect to part (3) of Section 5, we are concerned about the patient who 
has no designated advocate, whose "living will" is not near at hand, and who cannot 
write. An expression of intent to revoke should become effective immediately if com- 
municated to any person or caregiver, not just a physician; however if that person 
or caregiver is not the attending physician, it is a caregivers responsibility to con- 
tact the attending physician immediately to communicate the patient's changH 
wishes so that treatment may be changed as necessary. The reason for this is that 
almost always nursing staff rather than physicians are in closest personal contact 
with patients. 

Fourth, we are curious why nursing staff are not included under Sec. 7 (Transfer 
and Liability). Like an attending physician, a nurse may in good conscience not be 
able to comply with the declarant's refusal to accept treatment. It seems only fair 
that nursing staff should be accorded equal rights with physicians in this matter. 

To illustrate the fact that persons may change their minds after suffering a pre- 
sumed terminal illiness, I will cite a personal experience. My mother suffered a 
massive stroke in 1!H>2. She was diagnose as terminally ill and imminently dying by 
very reputable doctors. The neourosurgeon stated that she would die even with sur- 
gery. My father asked that he go ahead and try the surgery if only to learn from 
the procedure (which has since become quite common). My mother survived the sur- 
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gery and returned home for many years. There can be no doubt that she heartily 
interacts with her environment and enjoys life even now in a nursing home. In fact, 
the few times she has had the flu, she has stated that she wants her medicines and 
she wants to get well, that she does not want to die. When my father died 14 years 
ago, which was nine years after her stroke, I closed up my parents' house. In going 
through their papers, I was surprised to find the equivalent of an unwitnessed 
"living will, " which my mother had written some years prior to her debilitating 
stroke. In her living will, she made it clear that she wanted no ^extraordinary" care 
if she ware in a condition from which recovery was impossible — exactly as she was 
considered to be at the time of her stroke. I have no idea if my father knew she had 
written that statement I do know that my mother strove hard to recover, did reha- 
bilitate remarkably, and continues to participate well and happily in daily activi- 
ties. 

Finally, because "terminal condition" is so weakly defined in this bill, and be- 
cause of our experiences, we are concerned about Section 6, Procedure Absent 
Living Will. Attached is an article written by an attorney and me, in which we ex- 
plain concerns shared by disability rights advocates about the devaluation of life 
after disability. It is clear to us that many people mistake disability for illness. Be- 
cause life is more complex after disability, many people— whether they are the pa- 
tients or the relatives of the patients — may reject luVsustaining measures. The deci- 
sion to forego or withraw treatment maybe premature if the condition appears pos- 
sibly "terminal" but turns out not to be. We hope that people will not write living 
wills because of ignorance or fear about life after disability. 

Given the lack of clear definition of "imminent," the provisions in House File 
1301 for writing one's own living will seem too lax, especially if applied to nursing 
home residents. We have much evidence of nursing home residents who have dete- 
riorated due to neglect (such as poor management of their medications, lack of 
needed treatment, unpleasant psychosocial environment). These patients may 
appear terminal, and if neglected, be terminal. Also, nursing home residents are 
often under real or presumed pressure to behave in certain ways or to go along with 
caregivers' and family expectations. Because of. this, the Nursing Home Action 
Group recommends that very careful documentation be made in a medical record 
before a facility complies with a resident's refusal of a treatment. (Please see the 
attachment at end.) 

Our concerns about this matter are strengthened by court testimony in a local 
case and by a study reported in the April 26, 1984, New England Journal of Medi- 
cine, which stated that some doctors at a prestigious hospital declined to comply 
with their patients' desire for a "Do-Not-Resuscitate" order because the doctors be- 
lieved patients with DNR orders tend to have less aggressive care from nursing 
staff, even though a DNR order in no way is intended to lessen caie and treatment 
except in the event that breathing or heartbeat stop. Similarly, people may fear 
that the presence of a "living will" in their charts implies they do not expect the 
highest standard of nursing care. Our raising this concern does not negate the need 
for directives from patients, but stresses the need for every caution. 

Also under Sec. 7, in Subd. 2 (Immunity from Liability), it would seem more pro- 
tective for all interested parties to qualify "person" with the word "authorized, so 
that it reads, "An AUTHORIZED person who ORDERS the withholding .. 1 in ac- 
cordance with ... a living will ... is not subject to . . . liability. . . ." 

Fifth, we urge that the Prohibition statement, that "nothing in this bill be con- 
strued to condone, authorize, or approve mercy killing or euthanasia ..." be given 
a more prominent placement at the beginning of the bill. 

Thank you for your consideration of these concerns. 

From the Njrsino Home Action Group Guidelines for the Provision op 
Medical Treatment and Nursing Care 

Before a health care facility may comply with a patient's refusal of a treatment, 
there shall be detailed documentation in the medical record: 

A. that the patient is legally AND clearly competent, 

B. that the patient made the decision freely and without duress, 

C. that the patient's intentions have been clearly interpreted, 

D. that, as ascertained by clinical evaluation, the patient is not suffering from 
psychological depression or the effects of chemical use, 

E. that the patient was, before refusing a treatment, fully informed of the range 
of available treatments and their consequences, as well as the consequences of non- 
treatment, 
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A Response to the Task Force on 
Supportive Care 

by Jane D. Hoyi, Ed.M., and James M. Davies. M.A., L.P.N.. J.D. 



I, 



Lt in geiu-ialb acknowledged ihji 
there lus been misunderstanding 
about suppormetare* plan*, and 
iliat guideline* would help clarify .md 
direct the decisionmaking process 
However, ihe guideline jnd recom 
mendaunns contained within ihe Sup- 
perm-? Carv Plan, proposed by ihe 
Task f-'nrce on Supportive Care, are 
confusing and discriminate against 
persons with disabilities, I m piemen 
taimn of the recommendations could 
lead n inadequate care and neglect of 
a vt, inerable segment of our pop 
ulai- nursing home residents who 
are * erely mentally or physically 
disabled Because of enncern about 
these possible outcomes, ihe Nursing 
Home Action Group of Minnesota has 
drafted alternative guidelines * 

There are five basic deficiencies in 
the Supports* Cart Pian ( 1 ) it 
would allow violations of the civil 
rights of persons with mental and 
physical disabilities. (2) it lacks defi 
nitions for some important terms; (3) 
it lacks sufficient protections for in- 
competent or questionably competent 
persons; (■*) us tone and content en- 
courage patients or iheir guardians to 
choose death allowing care; and (5) it 
lacks adequate provisions for review 
of ihe decisionmaking process. 

Discrimination Against People With 
Disabilities 

The most disturbing aspect of ihe 
Supports Cart Plan is that Section 
II. entitled "For whom Supponive 
Care Might Be Considered,'' wrongly 



Ms Hoyt is Chairperson and Mr. Dav- 
its is Vict'Cbairptrson of toe Nursing 
Homt Action Croup/ Minnesota, in Si. 
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includes pjtients vuih sexcre and irrc 
u-rMbk- menu I disabilities and pa 
tients with severe and irreversible 
l>hysit j| disabilities 'where there may 
exist normal mental functioning 
hy categorizing individuals with se 
vere disabilities as potential candi- 
dates for supponive care only, ihe 
Supponirt Cart Plan becomes dis 
criminatory against persons with disa- 
bilities Aggressive research and reha 
bilitation effons have improved ihe 
functioning of persons with every dis- 
ease and disability cited in ihe Sup 
pom iv Cart Pian ' Listed as "poten- 
tial candidates for supponive care 
plaas* are victims of spinal cord In- 
lury. stroke, amyotrophic lateral scle- 
rosis, emphysema, bead trauma, and 
pre senile and senile dementia. To la- 
bel individuals with these infirmities 
xs 'potential candidates for suppor- 
tive-care plans" discourages both 
professionals and consumers from 
hope and positive anion. 

Some patients who may seem be* 
yond hope do have potential for reha- 
bilitation, A registered nurse who had 
experience with rehabilitation testi- 
fied in court to this effect: 

I saw a lot of nurses who had run 
into people maybe two to five 
years after they had had a 
stroke ... or some other type of 
brain damage or dysfunction, and 
either a nurse or an aide or some- 
body would stan to reach ihem in 
some way .. , it seemed as if a lot 
of these people took two to five 
years io get over ihe emotional 
adjustment io ihe trauma ihey 
had endured.' 

Under ihe Supportive Cart Pian, 
some individuals night be prema- 
turely denied life- maintaining care 
and treatment before they have a 
chance to come to terms with their 
disability 



It is possible io develop guidelines 
thai address ihe issue of treatment f ( >r 
dying adults while avoiding such dis 
Crimination The guidelines drafted 
by ihe Nursing Home Action Croup 
(NHAC) are hased on the premise 
that ihe primary goal of health care 
givers is io encourage and promote 
ihe best physical, mental, emotional, 
social, and spiritual health or which 
each person is capable. The NHAG 
maintains that the criteria for making 
decisions about technology and ordi- 
nary and "extraordinary" treatment 
should be the same for all persons, 
regardless or physical or mental disa- 
bility. A "death allowing care goal'— 
care in which treatment is offered for 
comfort only but not for ihe purpose 
or maintaining lire— is permissible 
only if the individual's bodily condi- 
tion becomes. Irreversibly and irrepar 
ably, lefmlnally ill, and If death is im 
miner* .* 

Another shortcoming in Sea ion 11 
of the Supportive Cart Plan concerns 
an Inconsistency. The long Preamble 
states that these guidelines 'do not 
address situations involving individu 
als who were never competent (new- 
borns, mentally retarded)." However, 
since some incompetent newborns 
and many mentally retarded persons 
become nursing home residents, 
these individuals would very probably 
fall Into the second or third category 
of patients for whom supponive care 
might be considered. 

The Need to Define Terms 
The Supponive Cart Plan uses mis 
leading and ill-defined terms. The 
term 'supportive care' is Itself very 
confusing, especially when people 
are facing a crisis, ,he Supportive 
Cart pian tacks a clear statement that 
•supponive care" may hasten death. 
To a frail person, the wotds 'suppor 
live care" may seem to mean ihe op 
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jMMU- ol what in intended A inm 
like "death allowing tate goal/ used 
in the Nit AG Guideline. is ottered as 
a nu>re accutate, projxrrly descriptive 
term sina* such a care plan would j| 
low death without picvcnnw treat 
meni and could hasten death 

Another shortcoming in this \Uku 
mem i hi* lack of a section itcvoted 
lit defining language used through 
■.tin Mn'h terms as "hopeless." "prnui 
pled ap|muih.' 'meaningful uiicrac 
lion." and 'high degtee uf cenatntv' 
leave the reader with little crnamtv itl 
whai is meant 

Consumer* must have access ti> the 
in'oimaimn necessary to make 
thiHjghtful. protective decisions The 
information must enable them to un 
derstand rlearly their physicians and 
facilities' values and policies 

Protection o. the Questionably 
Competent Person 

The Supportive Cart Piatt lacks suffi 
cieni protections for nursing hnme 
residents, especially those who are in- 
competent or questionably compe- 
tent. It is well known that care and 
treatment in nursing homes often fall 
shon of even minimal standards* A 
1982 study commissioned by the 
Health Care Financing Administration 
revealed that about 60 percent or the 
nation's donors— the professionals 
who would have the most authority 
under the Supportive Cart Ptan for 
imposing "supportive care" plans- 
avoid nursing home residents* De- 
spite the clear evidence of problems 
in the care provided by nursing 
homes, there has not been i substan- 
tial improvement in the standard of 
care achieved in nursing homes.' Par- 
tial deregulation of the nursing home 
industry in the past few years has fur- 
ther threatened the health and well 
being of nursing home residents.* 
The inception of the DRG system 
( Diagnosis Related Groups) has 
caused advocates to worry that nurs< 
ing home residents might be returned 
prematurely from hospitals to long' 
term care facilities * If the environ 
ment needlessly causes or facilitates 
the patient's decline, then it is uncon- 
scionable to harm the victim funher 
by imposing a supportive care plan 
Society must focus on improving 



standards ol i ate ami treatment rather 
than on writing dec isionmaking pro 
dilutes whuh discriminate against 
iHTsoiis dependent on poor qualm 
nursing homes or uninterested 
piolessionals 

The Supportive Care Plan is 
confusing and discriminates 
against persons with disabili- 
ties. 

Manv nursing homes have difficulty 
in proj>erlv following laws j n d reguta 
twins which ate simpler than the 
guidelines found in the Supportn*' 
Cant Plan Evidence of this problem 
is nationwide and includes state 
health depanmeni reports showing 
that many nursing homes do not 
properly implement laws and rcgula 
turns.* 

The NMAG Guidelines provide that 
a fair evaluation nf the health condi 
tinn of any nursing home resident 
should include, but not be limited to. 
the following questions as they affect 
the individual resident 

1 ) Do the facility's nursing care, 
medical care, and social services 
meet state and federal standards? 

2) Does the environment en- 
courage meaningful, support 

ive interaction between residents 
and others? 

3) Are meaningful, life enriching 
activities available for all resi- 
dents at the facility, and ire resi- 
dents encouraged to panicipate? 

4) Are all residents' civil and hu- 
man rights fully protected? Are 
residents encouraged to exercise 
these rights? 

5) Is the resident free of medica- 
tions which may cause: dimin- 
ished activity and/or diminished 
motivation and/or other debilitat- 
ing side effects (such as lack of 
communication)?" 

Such extensive considerations are 
lacking in the Supportive Cart Plan. 

1 '-e Supportive Cart Plan needs to 
provide greater protection for rest 
dents who refuse treatment, the rec- 
ommendations tgnnre many consider 
ailons that may arise in such situa- 
tions For example, the NHAG Guide 



lines propose tli.it there should Ik- de 
tailed documentation in the im'dnJl 
record 

1 1 irt.it the resident is legally am> 
clear I v coni|H'teni. 
J I that the resident nude the ile 
i isum Ireelv and w ithout duress, 
.si that ihe ics»deni s intentions 
have iK-en ilejrh' inrerpreted. 
•i) that as jMcriauicd h\ chniul 
evaluation, tin* icsideni is not si it 
lenng tptni pswholitgttal ilepres 
sinn or the etlects of chemical 
use. 

*>> that the resident was. Ix'tnrc 
refusing a treatment, fully in 
formed of the range of available 
tteatments and their conse 
quence*. as well as the conse 
quence* of nontreatment. 

6) that the resident was encour 
aged to. and given agreed upon 
time to. reconsider the decision. 

7) that possible extenuating en 
vimnmental factors (such as 
those enumerated in the para 
graphs above) have been consid 
ered as potentially influencing 
the resident's decision, and 

8) that the resident was given 
the opportunity to summon rela 
lives, friends, advocates, or 
professionals for alternative coun- 
seling in the matter 11 

The Task Force gives essentially no 
acknowledgement to the regrettable 
fact that the immediate family does 
not always strive for the best interests 
of its members Family members do 
not necessarily share the same values 
with respect to life- and death deci 
sions To rely on the family, with no 
cautions regarding potential conflicts 
of interest, is untenable. Testimony 
before the United States House Select 
Committee on Aging in April ]980 
and in March 1981 produced evi- 
dence of extensive abuse against the 
elderly within families. 11 In numerous 
states, the emergence of statutes for 
the protection of vulnerable adults, 
often based on child protection laws, 
reflects general recognition of and 
concern about abuse and neglect of 
adults with mental and phvsical disa 
hllliies u 

In contrast, the NHAG Guidelines 
stress that the best interests of the 
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ERROR IN FOOTNOTE # 

These nrc two separate civil rigi.JS cases. 

State v. Hoyt was about First Amendment 
rights. A conviction for trespass was 
reversed by the Minnesota Supreme Court. 

Hoyt v. St. Mary's Rehabilitation Center 
was about a restraining order to ensure 
that available emergency medical treat- 
ment would be given a patient should she 
ever need it. Hoyt v. St. Mary's was 
not reversed. The restraining flwer remains 
in effect . . 

More information on these two cases may 
be obtained from Jane Hoyt, 130 Southeast 
Warwick Street, Minneapolis, MN 55414 
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Ordinary, Inhumane, and 
Supportive Care 

Dear Editors 

The guidelines i»l ihc Task Force 
mi Supportive Care. published in ihc 
tunc issue, jrc an imporunt first draft 
dI a policy on limited rrcatmcnt plans 
for long irrm rare resident* nut, ihc 
Task Force * approach represents a 
turn io the flawed concept of "ordi 
nary care* where me du al cart* l» par 
ttiuined tntu categories (life extend 
tng v* palliative therapies) in a way 
that circumvents a fully individualized 
evaluation of a resident's care 

Supponive care is defined in the 
document as 'treatment in pieserve 
comfon hut not to prolong life * The 
assessment of when prolongation of 
life ahsoluiely ceases to he a care 
plan ohiectlve Is a fundamental ethi- 
cal concern hut a relatively less com 
mon clinical one. In a resident's bal- 
ancing of the invasive, costly or dislo- 
cating burdens of medical treatment 
against the treatment s ability to main 
tain a marginally acceptable status 
quo. individual life extending treat 
ments weigh in quite differently For 
most residents, the answer to the 
question, "Is life extension a prior 
lry>' will be quite different If the sub 
rcct is resuscitation vs. a shon hospi- 
talization to treat a kidney infection 
vs. a clinic visit for x-rays vy the triv- 
ial Inconvenience of urine cultures 
and a week of oral antibiotics vs. the 
benign daily medication for silent, 
potential ly lethal conditions. 

Nursing homes cannot be expected 
to develop two separate limited -treat- 
ment policies— one for the few, for 
whom life -extension is not a priority 
in any sense, and the other for the 
majority who would decline highly 
burdensome therapies while continu- 
ing to desire less hurdensome, life 
extending preventive and acute care 
The Task Force's laudable emphasis 
on consent and individualized medi- 
cal orders does not allay the danger 
posed to the majority of residents by 
policies defining life-extension as in- 
appropriate when burdensome thera- 
pies are declined. It is easy to imag- 
ine a resident, content with a panially 
disabled existence, agreeing to a sup 
ponive care plan to limit resuscita- 
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lion, intensive care, ami even hospi 
ulluimn Uier.ii caregiver, seeing 
the supponive care plan, inlers that 
life extension is not a priority for this 
resident, and treats a potentially lethal 
hlitddcr i fertlon with analgesics in 
teuJ > f «■(•«! «r i»hiolics or ceases 
treatment of an asymptomatic cardiac 
arrythmta prec ipitating sudden death 
because a "life threatening condition 
which docs not cause 
pain normally would not be 
treated * 

Policies guiding decisions to limit 
medical care In long term care facllt 
ties should provide for a decision 
making process where residents not 
only consent to their medical care, 
but define how they would choose in 
the trade off s between burdens, !>ene 
fits and competing priorities, as well 

Steven Miles, M.D. 
Assistant Professor of Internal 

Medicine 
Geriatric Research, Education, and 

Clinical Center 
Veterans Administration Med. Ctr. 
Minneapolis, Minnesota 

Dear Editors 

Under the guise of compassion and 
humane consideration, the Task Force 
on Supponive Care has put fonh an 
insidious and dangerous plan to rid 
society of those who it feels can no 
longer interact physically in a mean- 
ingful way with their environment, or 
those who offend society's sensibili- 
ties by approaching imminent death, 
and of those who fall to demonstrate 
an awareness of self. While the Task 
Force limits Itself to this group today, 
it may, in the future, Include handi- 
capped infants and the mentally re- 
tarded. 

The Task Force stresses that the fi- 
nal decision rests with the competent 
candidate or the family or friends of 
the incompetent beneficiary. Yet, by 
presenting its institutionalized pro- 
gram to people who have not realized 
that they have such a serious prob- 
lem, the Task Force is subtly applying 
pressure on such people to accept 
that decision which will be most 
pleasing to society. Simply stated. It Is 
telling the handicapped to avoid un- 
pleasantness and quietly remove 



themselves Society in the last five 
years has moved to reinforce the self 
wonh of the handicapped hy main 
streaming them, hut the Task Fence 
wishes to prey on their self douhts hy 
whispering. "If you wish to do the no 
hie thing and die, we II help you to 
go painlessly * 

By capitalizing on the much puhlt 
cized discussions of 'death with dig 
nlty." the Task Force demonstrates 
the danger inherent In allowing hu 
man being* to determine at what 
point dignity requires death. What 
staned as a movement to refrain from 
using heroic measures on a dying in 
dividual by writing DNR orders, has 
turned into a movement advocating 
not treating such curable diseases as 
pneumonia in patients with dchilltat 
ing Injury Who will be next on the 
lot of 'undesirables?" 

In conclusion, although the Task 
Force righteously stresses the essen 
Hal dignity or human lire hy cmpha 
sizing maintaining dignity to the end, 
it Is presumptuous in taking upon It 
self both the du.y or defining ihc use 
rulncs* and wonh or lire and the re- 
sponsibility or recommending the cut 
off point at which life is no longer 
meaningful and wonh preserving. 

Aviva M, Halpcrt, R.R.A. 
Risk Management Coordinator 
Came lot Community Residence 

Program 
Stony Brook, New York 

Two Task Force Members Reply 
Although time constraints were such 
that the Task Force was unable to 
draft a reply to the above comments, 
we would like to respond personally, 
based upon our involvement In the 
Task Force's activities. 

Dr. Miles correctly points out that 
supponive care plana represent a con- 
tinuum in terms or specific treatment 
options, rather than the extremes or 
maximal treatment and no treatment 
at all. The Task Force, aware or this 
continuum, focused on the Individ' 
ual's right to choose. Thus, it strongly 
emphasized throughout the document 
the importance or Individualizing the 
supponive care plan and or involving 

Continued on page 279 
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Correspondence— continued from page 



the resident and his <»f her family to 
the Kfoif si degree nosslhle 

In rcspon.se m Ms Halpen Metier, 
wc simply disagree with her opinion 
of the Task Force's motives and mien 
lions In faci. one of the central rea 
sons wc hail tn helping to draft the 
guidelines was the need to counter 
such views as those expressed in her 
letter geaci ns like hers, both here 
in Minnesota and elsewhere, have 
convinced us even more of the right 
ness of our decision to take on the 
necessary but onerous task of formu 
lating general guidelines in admit- 
tedly controversial and value laden 
area* 

Ronald E. Cranford, M.D 
Associate Physician tn Neurology 
Hennepin County Medical Center 
Minneapolis, Minnesota 

Barbara J Blumer.J.D. 

Droekcr. Hanfeldt. Hedges fit Grant 

Dloomlngton. Minnesota 



is cited as though it were an appeal of 
tioytv St Mary 's Rehabilitation Cen 
rer, No 77MS5(Dlst Ct , Hennepin 
County. Minn February 1 3, I9BI) 

XnHoytv St Mary s Rehabilitation 
Center, I obtained a permanent re 
straining order to remove a do nor 
resuscitate order from the medical 
chart of a resident in the facility. In 
Minnesota v Hoyt, the Supreme 
Court of Minnesota reversed a convic- 
tion for trespass at St. Mary's gchahili 
tation Center I had been arrested 
after refusing 10 be barred from the 
facility after filing various health care 
complaints with official agencies 
This access case does not pertain to 
the Issue of withholding or withdraw 
Ing medical treatment and was not 
cited In the original paper. 

Jane D. Hoyt, Ed. M 
Nursing Home Anion Group 
St. Paul, Minnesota 



Correction in Commentary on the 
Supportive care Plan 

Dear Editors: 

James Davies and I very much appre 
dated the opportunity 10 write the 
Commentary responding to the Sup 
portiiw Care Plan In the June issue. 
Wc would like to note, however, an 
error In footnote 3 made by the edito 
rial staff The court case, Minnesota f 
Hoyt, 304 N W 2d 884 (Minn. 1 98 1 ), 
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Celebrate the past, Issues for the present, Independence for the future 

SOLIDARITY DAY, held on September 24th, 1983, was the coming together 
of some 33 organizations representing different disabilities, the 
purpose of which was to celebrate the 10 years since the 1973 Rehab 
Act, as well as to combine our forces to l-rm a new action coalition. 

Among the 33 groups which participated, representatives from over 20 
groups attended the convention. These were: 

Advocating Change Together 
American Council for the Blind 

Center for Education of Non-traditional Students 
Currie Area Center 

Division of Vocational Rehabilitation 

League of Disabled Voters 

Metro Center for Independent Living 

Metro Deaf Seniors 

Metro Handicapped Coalition 

Mpls Mayor's Advisory Commission 

MPLS Assoc for Retarded Citizens 

M.S. Society 

Nursing Home Action Croup 

Nursing Home Residents Advisory Council 

Richfield Adult Disabled Group and Friends 

School Legislative Issues Committee of the MN Speech 5 Language 

Hearing Assoc 

SPEAKOUT 

Spina Bifida Assoc of MN 

UNICORN 

UHF 

Several resolutions were passed, covering a range of concerns 
reflecting the disabled community. Among these was the following: 

BE IT RESOLVED that the Solidarity Day Coalition opposes the initiation 
a of •'supportive-care-only*' plans/orders, (the withholding of ordinary 
|y death-preventing medical treatmenOon the basis of physical or mental 
■^disability. 



This resolution passed unanimously. 




Ill 



dtcj% 



Minnesota 



Association for Retarded Citizens 

3225 Lyndale Avenue South, Minneapolis, Minnesota 55408 
(612) 827-5641 Toll Free 1-<80O) 582*5256 
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July 13, 1984 



To Whom It Nay Concern: 

We wish to make you aware of the position of our organization 
with respect to the Supportive Care guidelines. 

Our organization Initially had serious concerns about the guide- 
lines, particularly: (1) that the Supportive Care guidelines would 
obviously be applied to mentally retarded Mlnnesotans since 
mentally retarded people, like other Mlnnesotans, may live 1n 
nursing homes; and (2) that the "protections" afforded by the 
guidelines are not sufficient to adequately safeguard the rights 
and 1'ves of mentally retarded and similarly disable*! Mlnnesotans, 
and (3) that paragraph 2 on page 6 1n particular, and other 
sections more generally, show a dangerous devaluing of the lives 
of persons who are mentally retarded, or have similar conditions, 
a devaluing which when combined with the lack of adequate pro- 
tections 1n the guidelines could leave disabled people 1n a very 
vulnerable position. 

Having taken our concerns to Supportive Care guideline task force 
members 1n previous months, we are now aware that changes needed 
to protect disabled Mlnnesotans cannot be made expeditiously. 

We therefore wish to let JJt be known that our organization stands 
Tn strong opposition to ^ny_ Imp 1 emen t iTCiT oT the SupporTTve Care 
guidelines. Further ."That our organization wlTPtaTceTaction TjT~ 
assure thaT these guidelines are not ImpleroentetT on the basTs 
of any TnoTvldual's mental retardation. 

Sincerely, 

£ un(£*£ A . till ±t >^ 
Darlene M. Olson, Chair 
Governmental Affairs Committee 
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City of Saint Paul 

OFFICE OF THE MAY Oil 



oroHor Latimer 
>uvon 



047 CITY UALX 
SA4XT PAUL, MI.VNCBOTA ORIOH 
(OIU UO0-40Q0 



July 25, 1985 



TO WHOM IT MAY CONCtRNi 



Pleas* be advised that the Saint Paul Mayor's Advisory Committee 
for Handicapped persons met on July 24, 1985, 7:00 p.m., Room 356 
City Hall and the following resolution was passed by the committee. 

RESOLVED i that the Saint Paul Mayor's Advisory Committee for 
Handicapped Persons has deep concerns regarding the issue of the 
withholding of food and hydration! and 

FURTHER RESOLVED » we believe that full access to food and water is a 
basic civil and human right and should never be withheld on the basis 
of physical or mental disability. 




WW/JM/olp 
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minnesota 



Association for Retarded citizens Toll Free 1 -(800)-582-5256 

3225 Lynctaie Avenue south, Minneapolis, MN 55408-3699 (6i2)-827-564i 
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BE IT RESOLVED THAT: 

The Association for Retarded Citizens Minnesota has deep con- 
cerns regarding the Issue of withholding food and hydration. 
We believe that full access to food and water 1s a basic 
dvll and human right and should never be withheld on the 
baLis of mental or physical disability, regardless of the 
presence of terminal illness. 

Approved by the ARC Minnesota 
Governmental Affairs Committee 
July 25. 1985 
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Commentary 



Minneapolis Star and Tribune, Friday, Aug. 9, 1985 P. 15A 

Karen Ann Quinlan's fate 
might have been different 

ty Jena D, Hoyt £nt ^SlStl^ln^n^m^ faeT^the? ooammaeot u?prov£ 

tf the tody to not dialleaaed aad lag the patient wtth opportualtna for 
Oo Jane ll, 0jo cuaatry limlaalil drained by nnliatlolly lethal lafac tnprnvemaaf 
m data watch ever Kama Asa float 

Ceaatderng bow l eag f njana eur- 
vtved» aba, aoaet have baaa vary 
atroaf la eone raapecta. Oaa woo* 
of bar hat U data wbatbor btr fate night bm 



Qetatoa. Family CM women balled 
byrtabi to gapraaaaaabj aa a "barn- n waa raparlad that, la her fuel 




yeare.'* Thto aowa ffoQowad repavbj 
neethe earner tbat rocorrtag baaa 
nfecttoaa vara aa longer balag . 



tf aba bad received 



improve, tad becaan nt^fftl ad* 
laota** of dying wttb tba *ttacaa> aaca la advaadag ao rapidly, 
fort ai utrvaiea of BMdleal aaa- atone lo Mop or withhold traat 



uaal "dtaajty" of bar daaft. 



chnerf — tba Star and Tribune*! fron people whoareeaabtotonake 

r end Trmaaa (Jane worde-QuiaJaa evidently died «ttb cbatooa ataat aa baaad aa tba eoaa> 

17), an b*. anltad over Iba pro- tba dneonfort of atvara ooatrac- tlea of tba patnat — aad tbat coaa> 

lam weight kaa aad tba latraaloa ttoa mart be tmonlaoafly tormtnel 

of oarboa dioxide — pulinoanry to- Otherwtoa, tba ftok of arror, of caeo- 

■efficiency daa to nag Infection, at aataraalaattoo of tba vulnerable 



neat aad aa a artiunia a at to which Firon nedto reearto we naraed ;?«t 

aba bad a right She nay bava aba waa kept for yean la a leefcud, 

*«aeed more taaa BMot people wtoh dimly Bt t-by-lfrfoot aiwalag beano . 

to ackaowtodae, Bar legal caaa per room wttb tba otadaeome— bard- lininnili amy make a „ 

kapa ravelled la kne e Jer k reactions ry aa e a v ir o am a ai to ettmatoto tm- a proaaoaaraad tbaa foal Ibraataaed 

tocortatotonanof andtcal a fklco . provaa eaat E ve a a healthy paraoa by aay Ud leatton tbat t heir ao aan- 

woald probably donrtorato la aacb nnato ware prenetare or wrong. 

OriaJaal nedteal coadtttoa rabaa aarroaadnpa. Bar paraata vtettad 

coacara aboat apparent dean* of bar oftea, aad they certainly tried to There are tome truly hopeen caaei 
praveattve a ii aaa i ai aad of atnpto, look after her beat tatoreato. Yet we la wbkb the condition H trrevarafcto 
ordkaary tr aa tai aa t fy carabla coo- aever beard raporti of bar bang aad Irreparable, aad death la tacoi- 
dttoee - cuadttnaa that may ladi- taken oat of the tnatttstkm for a neat However, aa aptly aitlcaJatad 
can a kwfc of the beak care daa aay change of aeaaery, or batag grvaa by Dr. Ronald Craaford, aauratogtot 
aa ia i a gka n ornlgoa t periodic reevaloatloaa of rebabtitta- aad etbldat at Heaaepta Coaaty 
ttve p **— Oae can only hope Medical Ceoier".,. maybe the roe- 
Her tmall body nag ago carted nto thatQulaton waa gtvto ntchopporta- aoo (nme coma patients) never re- 
wbat waa aaacrtbed aa a grotaaaae efttoe. cover ta that they're never given the 
"total aair daa n atvara coatrao- opportunity to recover. (Healthcare 
tarn. Pontbry the aarttng i aala fn t a Peopta who art oomatoae (hot not given) decide aotte traat their con- 
did not give her damn, adeojaan "brato dead") may actually enjoy pttcatioonaad they die." 
ra n ge of nottoa axardaaa atvara] aeathaUc, emotional, tenaoal or Intel- 

times a day. Accordteg to "Preach* leetaal pnaaurea at aomo level tbat QutoJant mother once reported that 

lades of DtfJoroatiai Pknao o aT ■ Ta otbara cannot comprehend. Tbeae Karen, n a child, "Once commented 

an caaaa, (coatmdarat) caa be «*• vary vulnerable patleata nay am that aba "would aever want to be 

tbn prevaaaad or nbnvtoad If ap- feel pan, lonellnna, fear and do- kept alive by extraordnary meena." 

proprian pbTBlotherapy to applied n apalr. Reaaarcb baa abowo that the We moat be oratioao about aoch niv- 

the early angea: aevere cootracttre vital atgoa aucb n the heart rate - ngwttta, M eapedany whoa the deda- 

nay tharanra ba regarded aa avt* evea m conatoaa patienta * have ration are made by children. If ao> 

daaca of angled n neat caan." improved wim mtrtttrl&s, ■rtmoltttng cal technology to changing at each a 

Lack of ana of the body aad mind human contact rapid ran that dechdoaa which nay 

lead to atrophy and dyafundioa. have aaemed raaaoaahU one or two 

Hope for people labeled comatoae or yean ago may next year atom Irra- 

Qumlaa* veJght dedned to n ttme "vegetative'' cocona from document- tiooallyponlmkaic, 

ai eg poaada, half bar normal ad examplea of aocalled H bopaUnT 

weight deaptte tto aatrttloa aba ra- brain-damaged patleata who ra- It would be better for competent 

cetved t hrough a ana tube. Thto gained atgalflcaat abilltlea. Such aduita to dntgaato certalo family 

type of aatrttloa intaina normal caan usually Involve ajgreaatve nanben and don friends n make 

weight n d eflntt a t y If the patient Is treatment rehabilitative goals and medical dedetoea for men tf they 
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****** by Craig Meoktooh 



are unable. The designated decision- 
makers must know tad share the 
patients values, aad they muat be 
willing to participate ageresstvety In 
the decisionmaking proceai should 
the need arise. Appointing oar own 
paraoaal ethics committees, so to 
•peak, and placing protective Umtta- 
Mobs on the drramafancai in which 
each dechsone are allowable, would 
make care gNan more coafldeot of 
decfattoas not to treat aad would 
make patients more confident of re- 
cervtag beneficial traatmaat 

Thoat who say they would "not want 
to wind up like Quintan** often speak 
with both confidence aad pathetic 
Ignorance. No one In hit or her right 



mind would "want" to have severe 
brain damage. But until one is se- 
verely disabled, one can hardly 
know end Judge such a life. 

Perhept we need to consider which 
would be worse: to halt treatment 
mistakenly for someone who Is no 
longer abte to communicate a 
changed, more positive attitude 
toward the worth of life after dkubU* 
Ity, or to treat someone mistakenly 
who. efter becoming disabled, wants 
to die. 

It appears that the vast majority of 
people, once disabled, want to hold 
onto life. News articles stated that 
Quiaku "constantly fights for life." 



It Is our societal responsibility to 
help people with disabilities reach 
their highest potential, aad to help 
their families aad close friends be a 
source of strength for them. 

The choice should not be between 
dying, as Quintan did last June, said 
living es she apparently did thai pest 
decade — deprived of normal hu- 
man contact, varied stimulation, ex* 
erdse, nourishment sad, finally, or* 
dinary medications. 



Jane D. Boyt b chairpenoe of the 
Nuntm Bene Action Group. 
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